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Abstract

This report presents selected statistics gathered on residential facilities designated as mental
retardation faclities and on the residents of those facilities as part of the Institutional Population
Component of the 1987 National Medical Expenditure Survey (NMES). The report is divided into 4 parts.
Part 1 presents general background to and overview of the National Medical Expenditure Survey, and
of the data available from It. 1t discusses previous efforts to conduct census of sampling surveys
representing all persons in residing in mental retardation faciiities. It briefly summarizes the design of
the NMES Institutional Population Component, limitations evident within its sample frame, and some
of the cautions that derive from these limitations, Part 2 presents statistics on the characteristics of
mental retardation facilities and of the residents of those facilities from ths National Medical Expenditure
Survey. The data analyzed and reported come from the NMES BRaseline (resident) and Facility
Questionnaires. Data are summarized according to three recurring groupings of facilities: 1) by
operation (private for-profit, private nonprofit, and public) and size (15 or fewer and 16 or more
residents); 2) by ICF-MR certification (ICF-MR certified or not certified) and size (15 or fewe: and 16 or
more residents); and 3) by size alone (1-6, 7-15, 16-75, 76-299, 300-799, and 800 or more residents).
A brief discussion is provided on the findings presented in each of the 32 tables included in this
summary. Part 3 briefly examines an altemnative method of using the population estimates from NMES
that may compensate for certain of the limitations in the NMES sample frame and resulting
underestimation of the population of small mental retardation facilities to yield a somewhat more realiistic
picture of mental retardation faciiities and their residents in 1987. The report ends with a brief
*Summary and Conclusions® regarding the WIMES study and the relevance of its findings to current
issues in residential services for persons with mental retardation and related conditions.
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Part 1:

BACKGROUND AND OVERVIEW

For over a century now the United States government has itself collected and/or has contracted
with other agencies to collect basic information on the populations residing in institutions’ for persons
with mental retardation and related conditions. Government attempts to enumerate persons in mental
retardation facilities bagan as part of 2 notably more ambitious project. In the decennial censuses of
1850 through 1890 a serious, although apparently unsuccessful, attempt was made to count the total
number of people in the United States who were among the *defactive [i.e., mentally, physically or
sensorially impaired], dependent, and delinquent classes." However, it was soon reasonably clear to
those directing the special census that bacause of reluctance of families to report stigmatizing
conditions, lack of operational defin‘iions and low public familiarity with specific disorders, the entire
effort could at best be called imprecise. Still, the 1880 and subsequent census did show apparent
success in obtaining statistics on "inmates of institutions,” including 40,842 pecple in institutions for “the
insane," 2,429 people in institutions for "idiots," 2,158 people in institutions for *the blind," 5,267 people
in institutions for *deaf-mutes,” and 66,203 people in aimshouses (U.S. Census Bureau, 1888).

in 1900 no attempt was made to do a census of "special classes" in conjunction with the
national census, and in 1902 further attempts to conduct such enumerations were specifically limited
by Congress to persons residing in institutional settings: ‘The statistics of special classes . . . shall be
restricted to institutions containing such classes® (House Reports, 1902, p. 48). Studies of the
institutionalized populations of persons with mental retardation and related conditions have continued
until the present day. From early housing of the data collection efforts with the Bureau of the Census,
where they remained through 1946, federal efforts to conduct or fund research on institutional and
special settings populations have been passed to a range of agencies focused on specific populations
(e.g., the National Institiite on Mental Health), or specific programs (e.g., the Health Care Financing
Administration), or agencies with more general topical or data gathering responsibiiities (e.g., the
National Center on Health Statistics, National Center on Health Services Research, or periodically the
U.S. Bureau of the Census). This disjointed responsibiiity, in which statistical agencies have focused
primarily on their own programs, their own interests, and their own populations, ali in their own way, has
led to particularly significant limitations in the overall coverage, comprehensiveness, coordination and
quality of statistics on persons with mental retardation and related conditions in institutional or
alternative care faciiities, because no major federal program or statistical agency has this group as its
primary interest. The 1987 National Medical Expenditure Survey, with its Institutional Population
Component including a large sample of persons with mental retardation and related conditions in
supervised care arrangements represented a significant step in overcoming such problems.

Recent Research

Despite the many limitations that can be noted about the federal commitment to data gathering
on persons with mental retardation and related conditions ir: institutional settings, there have been a
number of useful recent sources of national statistics, all conducted or substantially supported by
Federal government agencies. The most significant and recent of these studies are reviewed below.

Tnstitution® in this report, in congruence with its use in the *Institutional Population Component* of
the Nationa! Medical Expenditure Survey which is the basis for this report, is defined here as a place
where people live with supervision, care and/or treatment from people other than family members for
conditions causing functional limitations.
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Census Surveys

Since 1980 three censuses, or complete enumerations, have attempted to include all institutional
and other residential settings for persons with mente! retardation and related conditions. These were
the Decennial Census of Population and Housing in 1980, the National Census of Residential Facilities
(NCRF) for people with mental retardation in 1982 (Lakin, Hiil & Bruininks, 1985), and the Inventory of
Long-Term Care Places (ILTCP) in 1986 (Sirmocco, 1989). These are briefly discussed below.

Fach ten years the Bureau of the Census conducts the Census on the entire population,
regardiess of residential satting, and publishes data on those living in places that it categorizes as
institutions or noninstitutional group quarters. Spesific questions vary somewhat from census to census,
but always include demographic and basic housing itams. Health questions, if included, appear in the
*long® version of the census form, which only & samjsle of the population is asked to complete. A
complete enumeration of persons in all types of institutions and special settings is conducted with each
Decennial Census of Popuiztion and Housing. Howsver, the purpose of the Decennial Census is
reapportionment and statistics covering the entire population. Accordingly, ths attempts on the part of
the Bureau of the Census to fystematically classify tha types of facilities have bsen less thorough thian
the actual popuiation court. In all the 1980 Census ideniiied almost 50,700 insti ‘tions wii.. ubout 2.5
million residents. The largest single category of both facilities and residents was the *home for the
aged* grouping, which includes nursing homes and personal care facilities for elderly persons. The
category *mental fosphals and residential treatment centers® included about a quarter of a million
people. The count in the 1980 Census of facilities for *mental handicapped" individuals was 5,410
facilties and 149,421 residents. NCRF surveys of facilties for persons with mental retardation
undertaken three years before and two years after the 1980 Census (i.e., in 1977 and 1982) found
11,025 and 15,633 facilities, respectively, and 247,796 and 243,669 residents with mental retardation,
respectively (Lakin, Hill, & Bruininks, 1985). While the frequent small size and "typical household® nature
of many group homes for persons with mental retardation may have contributed to this discrepancy,
they cannot fully account for it. As noted the 1980 Census identified 5,410 *homes and schools for the
mentally handicapped.® In the 1982 mail census there were identified 5,164 facilities of 7 or more
residents, and even this subset of mental retardation facilities in 1982 had populations that outnumbered
the 1980 Census facility populations by 210,481 to 149,421, While the number of %acilities® for persons
with mental retardation that are of a “typical household* size and/or nature (i.e., foster family care
models) may have contributed to undercounting mental retardation facilities in the U.S. Census, other
factors are obviously invoived. One such factor could possibly be that many mental retardation tacilities
are misnlassifier] as mental health facilities, nursing homes, or homes for persons with piwsical
handicaps, although there is no evidence of the greater than expected number of these other facilitios
which would be expected to result from such misclassification.

The other two general census surveys of residential settings for persons with mental ratardation
and related conditions conducted during the 1980s (the 1982 NCRF and tha 1986 !LTCP) are discussed
in some detall in the next section of this paper which describes the methodology and limtaiions of the
Institutional Population Component of the 1987 National Medical Expenditure Survey. Tharefore, snay
are only briefly mentioned here. The University of Minnescta conducted a census type survey of ail
state licensed, contracted or operated residential facilities for people with mental retardation in the U.5.
as of June 30, 1982 (15,633 facilities). The 1982 NCRF surveyed registries ¢! faciltiec constructed
within each state which were compiled from (a) stata, regional, and county mental retardation progran
licensing agencies, state offices reimbursing contracted services, and other state or regional offic::
maintaining listings of licensed or contracted providers, (b) the 1982 Directory of Public Resideritial
Facilities for the Mentally Retarded maintained by the National Association of Superiatendents of Public
Resideitial Facilities for the Mentally Retarded, and (c) facilities surveyed by the Cemer for Reskiential
and Community Services (CRCS) in its earlier 1977 NCRF survey. As noted abave the 1982 NCRF
counted nearly 244,000 persons with mental retardation in faciiities licensed or contracted to serve
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persons with mental retardation and related conditions. In addition to number of residents, facility level
data were gathered on resident characteristics, facility administration and costs, resident movement and
in other areas. The methods and findings of the 1982 NCRF, with some comparative findings from the
1977 NCRF, can be founc; in the survey's summary report (Lakin, Hill, & Bruininks, 1985,

In 1986, the National Center on Health Statistics (NCHS) conducted a first-time survey called
the Inventory of Long-Term Care Places. The content and approach used for the ILTCP was largely
based on the National Master Facility Inventory, a mall census of nursing and related care facilities,
periodically updated by NCHS. However, the scope of facilities in the ILTCP was expanded to include
facilities for persons with mental retardation. The ILTCP was designed specifically as the sampling
frame for the Institutional Population Component of the 1987 National Medical Expenditure Survey, and
will be discussed in considerable detail in that regard later in this report.

Sample Surveys

In addition to the census surveys since 1980 there have been two sample based surveys
including residents with mental retardation in ditferent types of institutions have been conducted over
the years. These include the National Nursing Home Survey and the National Medical Expenditure
Survey.

The National Center for Health Statistics has conducted sample surveys of residents of long-
term care facilities since 1963, The earlier surveys were known as the Resident Places Surveys (1963,
1964, and 1969). Later, NCHS initiasted the National Nursing Home Survey as an ongoing data
collection system. It is based on a tacility sample, and a resident sample drawn from sampled facilities.
The sample frame has been the National Master Facility Inventory. The National Nursing Home Survey
has baen conducted by NCHS three times, in 1973-74, 1977, and 1985. Each of the surveys has
collected data that describe the tacilities and data on a sampie of the current residents, which incluces
typically 125-200 sample members indicated to have mental retardation or a related condition. In 1977
and again in 1985, the survey included an additional component that described people discharged from
the nursing home during the previous calendar year, providing useful information on the outcomes of
nursing home stays. Outcomes of discharge included whether sample members retumed to a
community residence (i.e., their own homes), or were transferred to another health care facility or
hospital.

Although conducted prior to 1980, there are two sample based surveys deserving attention as
precursors to the National Medical Expenditure Survey. In 1976, the Bureau of the Census conducted
the Survey of Institutionalized Persons for the Department of Health and Human Services on persons
in all kinds of institutions, including those for persons with mental retardation. The survey included
detailed sample data on persons living in a wide range of long-term care facilities, including nursing
homes, facilities for chiidren, facilities for persons with physical handicaps, facilities for persons with
mental iliness, tacilities for persons with mental retardation, and persons in chronic disease hospitals.
Data were collected about the institution, sampled residents, and the resident's family. The survey
findings have not been widely used, in part because of a significant flaw thiit was discovered in the
sample frame, resulting in a substanial underrepresentation of persons in mental retardation and mental
health tacilities. However, this survey stili represents the mast recent data on persons in certain kinds
of specialized long-term care facilities.

In 1978-1979 the University of Minnesota conducted a sample survey of 236 public and private
residential facilities for persons with mental retardation and approximately 2,000 individual residents.
The 1977 NCRF served as the sample frame for that study. Detailed data were gathered on resident
demographic, functional, medical and behavioral characteristics, programs and services received, daily
experiences and relationships, and on facility characteristics and costs. The study also gathered



oxtensive data on residents in movement among facilities and gathered useful data on persons
providing care In the residential settings surveyed (Hauber, Bruininks, Wieck, Sigford, & Hill, 1981)..

The Institutional Population Component of the Nationa) Medical Expenditure Survey, the subject
of this report, was conducted in 1987 by the National Center for Health Services Research (now the
U.S. Aganzy for Health Care Policy and Research). It represents the most recent effort to gather
national data on populations of residential settings for persons with mental retardation and related
conditions. The methodology and instruments used in this survey are described in some detail
elsewhere (Edwards and Edwards, 1989). Generally, the National Medical Expenditure Survey was
intended to respond to the need for national information on access to medical care, health insurance,
health and disability-related losses of productive activity, and utilization of and expenditures for a range
of medical care including physician visits, other medical provider visits, hospitals stays, and drugs,
aquipment and supplies. It focused on gathering nationally ropresentative statistics on health care

lization and expenditures in the United States. It was the third such effort since 1977. The two early
«udies, the National Medical Care Expenditure Survey (NMCES) and the National Medical Care
Utilization and Expenditure Survey (NMCUES), were conducted in 1977 and 1980, respectively. The
1967 NMES survey was similar to these earlier studies in its g2:hering of a wide range of health care
utilization and expenditures data on members of approximately 14,000 households in the United States.
However, bacause of the rapidly growing expenditures for care in institutional and related settings under
Medicaid and other public and private programs, an ‘“Institutional Population Component,” with large
samples of nursing homes and mental retardation facilities and their residents were also drawn (3,347
and 3,618 current residents, respectively). In all during 1987 data were collected on samples of
persons living in about 14,000 private households, 800 nursing and personal care homes, and 700
facilities for persons with mental retardation. Notably absent from the NMES Institutional Population
Component were mental health facilities and people living in them.

In general, then, there have been a range of studies including persons with mental retardation
and related conditions in institutional settings in recent years. A major strength of the National Medical
Expenditure Survey was specifically its effort to provide comparable data on persons with different types
of conditions in different types of settings. As more of these data become available, the benefits of the
integrated inclusion of persons in a range of long-term care settings will undoubtedly prove useful. On
the other hand, as discussed in the following pages, the effort to broaden the coverage of settings and
individuals as represented in NMES also dramatically increases the challenges of doing so well.

This report contains only the data obtained in NMES on mental retardation facilities and their
residents. lts purpose is to provide a summary of the findings obtained on mental retardation facilities
and their residents in the first phase of the NMES (the only data availzble at this writing). As part of
this analysis, the report also examines certain aspects of the NMES design and sample frame which
effect the national estimates obtained.

Methodology

The success of any effort to obtain an unbiased, representative, sample of facilities and their
residents is dependent on comprehensive identification of all (or as close to all as possible) facilities in
the *universe* of facilities of the type being studiea. Bacause most sample studies attempt to make
population estimates by weighting sample members by the reciprocal of their proportion of the universe,
the extent to which the sample frame includes all facilities of the type being studied (and thereby
includes their residents), determines the success of efforts to estimate the population. In addition, the
extent to which exclusions or omissions from the sample frame tends to be disproportionately
distributed across ditferent subpopulations within the universe affects not only the population estimates,
but also the proportional representation of certain groups which may be of interest. Ot course,
problems in acquiring the universe of all facilities from which an unbiased sample can be drawn are
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found to some extent in all sample surveys of long-term care settings and their residents t0 some
extent. Given the range of different types of facilities (from foster care to large institutions), the different
levels and types of agencies licensing and monitoring the different settings (from local to state), and the
variability across states and among agencies within the same states, it is practically impossible to
deveiop a sample frame containing absolutely all long-term care settings of interest. The challenge is
to establish one which contains as much of the universe of programs of interest as is possible.

The NMES Sample Frame

The sample fraine of Mental Retardation Facilities in the Institutional Population Component of
the National Medical Expenditure Survey was the inventory of Long-Term Care Places. Like all sample
frames it has its limitations. The most notable of these were: 1) it did not include the full universe of
facilties, and 2) it disproportionately excluded cerain types of faciities and, thereby, certain
subpopulations of residents. The limitations evident in the sample frame of the Institutional Population
Component probably can be expected to have had two important effects on the outcomes of tha study.
First, because the sample frame appaars not to have included large numbers of facilties and residents
who were in the universe for which information was desired, the samples selected are not weighted so
as to provide precise estimates of the popuiation of all mental retardation facilities. Specifically,
because sample members (facilities and residents) are weighted by the proportion of the sample frame
they represent, the fact that the true universe of interest {all long-term care facilities) is considerably
larger than the sample frame results in an underestimation of total mental retardation facilities and
residents. Second, because the sample frame underidentifies specific types of facilities within the
universe of intei: ., NMES contains undemepresentation of specific subpopulations of facilities and
residents withir. +.:. ample. It is relatively easy to identify the subpopulations of facilities and residents
that are underre; i« snted. Unfortunately, it is difficult to say with confidence how adjustments might
be made to correct ‘or these limitations, although simpile consideratiins of how this might be done are
provided in Part 3 of this report. Undemrepresentation of certain types of facilities has a direct effect on
estimations of the size and characteristics of their resident populations, but there are indirect dopulation
estimation problems that may be just as significant. For example, children tend to reside in higher
proportions in small facilities than do adutts. Because small facilities are considerably less
comprehensively included in the sample trame than were large faciiities, children make up a
disproportionately small part of the sample and of the estimated population than is the case in reality.
In addition, the overall depiction of the residential status of children in mental retardation facilities is
probably skewed toward larger, i .stitutional settings.

Definition and Identification of Facllities

The 1986 Inventory of Long-Term Care Places, which was conducted specifically to provide a
sample frame for NMES. Specific findings on mental retardation facilities from the ILTCP have been
published by the National Center on Health Statistics (Sirrocco, 1989). For the purposes of establishing
the sample frame for NMES, the ILTCP served to identify facilities primarily serving persons with mental
retardation, verify eligibility as a *mental retardation facility*, and to provide statistics on pop-lation and
administrative characteristics of facilities on which the sample stratification and eventual weighting could
be based.

For the purposes of this study the universe of all mental retardation facilties of interest was
defined as: state licensed, contracted or operated wving quarters which provided 24-hour, 7-days-a-
week responsibility f- room, board and supervision of mentally retarded persons. This definition
excluded households providing services to relatives and residential service and support programs in
which staff did not provide continuous supervision.
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Construction of the registry. Prior to the actual “inventory® portion of the iLTCP, a list of
facilities potentially meeting the definition of a mental retardation facility was constructed using the 1982
National Census of Residential Facilities for persons with mental retardation of the Center for Residential
and Community Services, University of Minnesota. To that registry of 15,633 facilities were added
facilities reported by states and *relevant associations® in the latter half of 1985, which did not appear
on the CRCS registry. No known documentation is available on the number of facilities added to the
original NCRF-based registry s part of this process, or how those faclities were distributed by type,
size or state.

Surveying the registry (the ILTCP). The inventory of Long-Term Care Places was &
simuitaneous survey of mertal retardation facilities identified as described above and nursing and
re;ated care homes identified in a similar manner using the 1982 National Master Facility Inventory as
the base list of nursing and related care facilities. To co:aplete the ILTCP, the Bureau of the Census
surveyed 56,728 total facilities using a 4-page qur stionnaire that was identical for all facilities,
imespective of the registry from which they were originally identified. Oft these 56,728 faciltties, statistics
reported by staff of the National Center for Health) Services Research (NCHSR) (Potter, Cohen & Mueller,
1987) indicate that 5808 could not be surveyed because of insufficient address or telephone
information, inability to locate or contact individual names, and the eventual dropping of individual
nonrespondents. There were 174 direct refusals to participate. Another 5,500 places on the registry
were not operating as residential facilities at the time of the survey, or residential services were not
being provided at the specific address, for example, in the case of home offices for groups of residential
facilities.

The ILTCP survey outcomes were used by NCHSR to evaluate all 56,728 facilities in the registry
for their status as a mental retardation facility. This was done according to @ set of hierarchical
decision rules. The process eliminated from the sample frame facilities that were nursing or related vare
homes, duplicate addresses or otherwise out-of-scope. For example, these rules led to exclusion of 233
facilties not providing full-time supervision and another 434 for having no residents with mental
retardation at the time of the Inventory.

Originally, the Institutional Population Component's sampie frame was intended to include all
types and sizes of mental retardation facility meeting the operational definition. However, during the
sampling process, it became clear that the sample frame included substantially fewer small faciltties
than were identified in the 1982 National Census of Residential Facilities for persons with mental
retardation of the University of Minnesota. As noted in a NCHSR staff paper on the NMES sample
frame development (Pctter, Cohen & Mueller, 1987).

A final comparison of the 1986 ILTCP MR universe to the 1982 NCRF
universe (Hauber, et al. 1984) suggested undercoverage of one and two
bed MR facilities by the ILTCP. A likely explanation is that the very small
MR facilties are more likely to close or move than large facilities
(Hauber, et al., 1964). This jeopardized completeness of the frame, so
one and two bed MR's were deleted at the end of the eligibility
determination process (p. 9)

A separate analyses of the ILTCP by NCHS (Sirrocco, 1987) noted procedural differences in the
surveys that may have accentuated the difference noted above:

In creating the mailing list for the MR portion of the ILTCP, NCHS started
with a file produced in 1982 by the University of Minnesota's Center for

Residential and Community Services (CRCS). The 15,000 MR facilities
on the file were matched against current state and local directories

6
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obtained by NCHS. Due to time constraints Imposcd on t:e ILTCP,
NCHS was unabile to contact all local sources identified by CRCS in its
study. It is believed that most of all places missed would be small MR
facilities (fewer than 16 beds).

Comparison of NCHSR and NCHS Identification of mental retardation facliities.
Discrepancies existed batween NCHSR and NCHS determinations of what constituted a mental
retardation facility in the ILTCP. This must be expected when confronted with thousands of *generic’
residential facilities operating across the country with more than one categorical disability evident
among the peopile living there (i.e., people who are mentallv retarded, elderly/disabled, and/or mentally
i). To exemplify the difficulty in determining facility types, NCHSR datermined that the ILTCP included
17,265 mental retardation facilities, 1914 of which had 1 or 2 residents. NCHS on the other hand,
determined that there were 14,639 mental retardation facilities, 1350 of which had 1 or 2 residents.
NCHSR determined that the ILTCP contained 12,914 mental retardation facilities with 3-15 residents,
NCHS identified 11,353. In short, evan once physically located, the determination that a place is a
mental retardation facilily as opposed to some other type of residential setting is often not easily nor
reliably accomplished.

Comparison of sample frame with state reports. The Center for Residential and Community
Services at the University of Minnesota conducts annual surveys of state mental
retardation/developmental disabilities agencies to obtain aggregated statistics on persons with mental
retardation in residential facilities that are licensed, contracted or operated by states to provide
residential services for persons with mental retardation and related conditions. The reports gathered
for June 30, 1986 provide a useful point of comparison for the ILTCP sample frame, which was
gathered in the first half of 1986. According to states on June 30, 1986, they had a total of 251,908
persons with mental retardation residing in 29,285 separate mental retardation *facilities®. They identified
2,080 facilities of 16 or more residents (147,719 total residents with mental retardation) and 27,205
facilities of 15 or fewer residents (104,189 total residents with mental retardation). The NCHS analysis
of the ILTCP indicated 1,936 facilties of 16 or more residents and 12,703 facilitias with 15 or fewer
residents.

Comparison of multiple sources. Table 1 briefly summarizes comparative statistics related to
the completeness of the ILTCP coverage and NMES population estimates. Available analyses of the
ILTCP (Sirrocco, 1987, 1989) have included only total residents (both with and without mental
retardation). However, assuming that the proportion of mentally retarded to total recidents in the ILTCP
is similar to that found in the 1982 NCRF (which, as n.ied earlier, was the basis for the ILTCP registry
of mental retardation facilities), the 14,639 facilities in the NCHS analyses with a total resident
population of 250,472 would be estimated to house 217,164 individuals with mental retardation (the
1982 NCRF found 86.7% of the residents of mental retardation facilities were persons with mental
retardation). Again, using data from the 1982 NCRF, the estimated number of mentally retarded
residents in small facilities (15 or fewer residents) in the ILTCP would be 89.3% of the total 73,493
residents, or 65,627 residents with mental retardation. Using the same procedure, residents with mental
retardation in large facilities would be estimated to be 85.8% of total residents of mental retardation
facilities or 151,881 individuals. Table 1 contains four comparative statistics: 1) the findings of the 1982
NCRF; 2) the estimates of total number of residents oif mental retardation facilities from the NCHC
analysis of the 1986 ILTCP, with estimates of the proportion of total residents with mental retardation
based on the findings of the 1982 NCRF; 3) state reports of total residents with mental retardation as
of June 30, 1986; and 4) the population estimates from the 1987 National Medical Expenditure Survey.



Table 1: Comparison of the Population Estimates of the
National Medical Expenditure Survey with Rslated Studies

MR Facilitios Residents w/ MR Total Residents
Study 15-res. 16+ tes. Total 15 res. 16+ res. Towl 15- 78, 16+ res. Totsl
1982 NCRF 13,862 1,771 15633 63,703 179,966 243,669 71,338 209,704 281,042
1966 ILTCP* 12,703 1,93 14,639 65627(s) 151,881(e) 217,508(e) 73,493 176,979 250,472

1966 State Reports 27,205 2,080 29,285 104,109 147,719 251,908 116,762(e) 172,211(¢) 288,993(e)

1987 NMES Est.* 11,054 2276 13330 64,93 153,847 218,633 69,481 170,137 239,619

*Note: Since lesuance of the data tapes used in these analyses, the staff of the Agency for Health Care Policy and Ressarch
(totmodyﬁnNuﬁondcom.rforHunhs.Mo“Wch)huundomkonommmmomwldmmyandoometbrmnw
duplication in the inventory ¢ ' ong-Term Care Places (ILTCP). A relative large amount of duplication was noted in the ILTCP,
which served as the sample frame for NMES., Because these duplications increased the probabillity of certain facilities and
thereby cert. In residents being sampled, sample weights were recomputed to adjust for the increased probabllity of selection
due %0 dupwuation of facilities in the sample frame. The resulting adjustments have reduced the estimated number of mental
retardation faciities by 7.6% and the total number of people living in those facilities by about 12%. Presumably the resulting
reduction in estimates of residents with mental retardation and related conditions is somewhat less. These rewsightings
increase further the disparity between estimates obtained in the NMES and thoes obtained from other sources.

Statistics followed by an °(e)* are estimates based on the proportion of residents with mental retardation to tota! residents
obtained in the 1982 NCRF.

Statistics presented in Table 1 show the National Medical Expenditure Survey to provide
population estimates of persons with mental retardation in mental retardation facilities of 16 or more
residents which appear close to what would be expected given other sources of information. But, with
respect to smaller facilities substantial ditterences exist. The totai number of persons estimated to be
in small facilities in the NMES Is very similar to the number obtainad in the 1982 NCRF. But much is
known to have changed in residential services between 1982 and 1987. In their annual reports to the
Center for Residential and Community Services, states indicated that their small residential faciltties
housed 104,189 people with mental retardation on June 30, 1986. This represents a large increase from
1982, but one which is corroborated by the same state statistics showing a large decrease in residents
of facilities with 16 or more residents. The statistics obtained in the state reports, the ILTCP, and even
the NMES population estimates, all indicate large mental retardation facilty populations of around
150,000 or about 30,000 less than 1882. Most of this population decrease took piace because of
people being moved to small facilities. Underidentification of persons in small facilities was further
reflected in the differences between ILTCP and NMES estimates of the total population of persons with
mental retardation in residential care (about 218,000) and the total number identified in the 1982 NCRF
(244,000) and the 1986 state reports (252,000). Even including the 1 and 2 person facilities identified
in the ILTCP, the estimated population of people with mental retardation and related conditions in mental
retardation facilities in the NMES would have been only about 220,000-221,000 parsons. This is about
25,000-30,000 fewer than the other available comparative statistics. (See the note at the foot of Table
1 for additional comments on this disparity.)

In summary then, it is clear that the ILTCP and as a resulk, the National Medical Exoenditure
Survey substantially undercounted persons with mental retardation. It also seems clear that this
undercount is confined to facilities of 15 or fewer residents. The magnitude of the undzrcount appears
to be over 30,000 small facility residents (including facilities with 1 or 2 residents), or in the
neighborhood of one-third of all small facility residents.



Analyzing whether there are any particular subpopulations of srnall facilities and residents that
were systematically undercounted in NMES could be accomplished by state-by-state analyses using
state reports and state-by-state breakdowns of facilities on the ILTCP. It would also be possible to
hypothesize about effects of the general undercounting and the associated elimination of all facilities
with 2 or fewer residents from the sample frame. For example, specialized (mental
retardation/developmental disabilities) foster care settings are underrepresented because they are more
likely to have 1 or 2 residents. Therefore, children and youth are probably underrepresented because
they are somewhat more likely to live in specialized foster homes. Still despite its limitations in the
representation of small facility populations, it is important to stress that the NMES provides much useful
data on both small and large facilities and their residents. In Part 2 of this report the first available sets
of these data are presented and briefly discussed. In Part 3 some consideration is given to the
possibility of ways to use the NMES data to adjust the population estimates to make them more
reflective of the known universe of mental retardation facilities and people living in them.



Part 2
FINDINGS OF THE NATIONAL MEDICAL EXPENDITURE SURVEY

Part 2 of this report examines the data obtained from the Facility and Baseline (Resident)
questionnaires on the ‘mental retarcation facilities® in the Institutional Population Component of the
1987 National Medical Expenditure Survey. These were the only data yet available at the time of these
analyses. Subsequerit data will permit examination of service utilization, costs of services, and other
aspects of living in long-term care settings. In the following presentations of data, descriptive statistics
such as percentages and averages are generally used in place of population estimates. This is done
because of the evidence of substantial underestimation of the population of small facility residents. In
addition to tables presenting the results of the analyses and discussion of the findings, this chapter also
includes brief comments on the nature and quality of the instrumentation related to the concepts being
studied.

Crganization of Analyses and Tables

In these analyses of the "mental retardation facilities® in the Institutional Population Component
of NMES, three basic facility groupings are used. They are: (1) facility operation (private for profit,
private nonprofit, and government operated, with size breakdowns of 15 and fewer residents/16 or more
residents within each type of operation); (2) ICF-MR certification (ICF-MR certified or not ICF-MR
certified, with size breakdowns of 15 or fewer residents/16 or more residents within each group); and
(3) facility size (breakdowns of facilities by *set up bed" categories of 3-6, 7-15, 16-75, 76-299, 300-799,
and 800*). Number of set up beds was used as the indicator of size because specific faciiity resident
population data were not made availabie in the NMES public use data tape. Again it is noted that all
*facilities® of under 3 residents were excluded from the NMES survey.

Descriptive Estimates by Facllity Groupings

Tables 2, 3 and 4 present breakdowns of NMES population estimates for number of mental
retardation facilities, set up beds, current residents and residents with mental retardation and related
conditions for the 3 facility groupings (type of operation, ICF-MR status, facility size). Discrepancies
between these population estimates and what might be expected based on other data sources were
noted in Part 1. Again, most significantly, the estimated 64,936 persons with mental retardation and
related conditions in facilities with 15 or fewer residents was substantially less than the 104,189 persons
with mental retardation that states reported in 1986 (the year in which the NMES sample frame was
established). Only a small part of the discrepancy (10% or less) can be attributed to the decision to
eliminate all the facilities of 1 and 2 residents that were in the sample frame. Discrepancies betwesn
NMES estimates and state reports of the number of large facilities, private and government operated,
and the number of peopile living in them, is much less, and within the normal expectations of differences
due to sampling. Indeed, had the total resident variable been available for categorizing facilities by size
rather than requiring the use of *set up' beds, the difference between the state reports of 147,719
persons with meittal retardation and related conditions in facilities of 16 or more residents and the
NMES estimate of 153,619 persons with mental retardation and related conditions in facilities of 16 or
more residents, would have been even smaller.

Grouping 1: Facility operation. Table 2 presents summary statistics on facilities by type of
operation. The primary limitations in the NMES population estimates are among the private facilities and
most specifically the small private facilities. The estimated number of such facilities and residents is
considerably below the numbers known and roported by state mental retardation/developmental
disabilities agencies. NMES estimates of government operated faciiities and large private facilities are
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generally similar to what states reported for mid-1986, about the time the sample frame was developed
(Lakin, Hill, White, & Wright, 1987). -

Grouping 2: ICF-MR certification status. Table 3 presents summary statistics on facility
groupings by ICF-MR/non-ICF-MR status. The NMES estimates of populations of both large and small
ICF-MR facilities are quite similar to the statistics reported by states at the time the NMES sample frame
was being developed (Lakin et al., 1987). States reported that on June 30, 1986 they had 20,890
residents with mental retardation and related conditions in sniall ICFs-MR. The NMES estimated 21,077.
For the same date, states reported 122,925 persons with mental retardation and related conditions in
large ICFs-MR. The NMES estimated 118,084. As noted before, non-certified facilties appear
substantially underestimated in NMES when compared to state reports, with almost all of the
discrepancy being in the smaller (15 or fewer resident) facilities.

Grouping 3: Faclilty size. Table 4 presents summary statistics on facility groupings by size
(*set up beds®). Again, the problems with the NMES sample and population estimation appear generally
limited to the smaller facilities. Whereas NMES estimated that in earty 1987 11,054 facilities of 15 or
fewer residents had 64,935 people with mental retardation living in them, states reported on June 30,
1986 that they had 27,205 facilities with 104,189 people living in them (Lakin et al, 1987). The
population estimates from NMES indicate that the average size of facilities with 15 or fewer *set up beds"
was 5.9 residents. Using state reported data of June 30, 1986, the average size of facilities with 15 or
fewer residents (including faciities serving one or two residents, which were excluded from NMES) was
about 2.4 residents.
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Table 2: Facliity Grouping 1, Faclity Oparation

Private For Profit Private NonProfit Public All Facliities
15- tes. 16+ ree. Total 15 res, 16+ res. Jotal 15 res. 16+ res. Jotal 15 res. 16+ res. __ Total
N of faclitty 4,701 1,019 8,720 5214 747 8,962 1,138 510 1,648 11,054 2278 13,230
Set up beds 30,0168 47,198 77214 33,502 37,349 72,851 8,348 104,099 113,347 73,087 189,544 263,411
Cutrent ree 25,620 44,676 70,304 38,030 31,557 67,607 7,803 93,904 101,707 69,481 170137 239,619
MR/RC ree 21,712 31,919 83832 38,590 30,237 85,027 7,633 91,541 99,174 64936 153,697 218,633

Notes, Number of facliities are weighted estimates based on the faciiity questionnalre data. Faclilty size is based upon the number of set up beds In renorting unit. The total
faciity may be larger than the reporting unit, athough this le presumably seidom the case. The number of residents is commonly less than the number of set up beds,
National estimates of current residents from the Baseline (resident) Questionnare and “set up beds* from the Faclity Questionnaire indicate the former to be 91.0% of the latter.
Numbar of current residents Include residents who do not havs mental retardation (MR) or a related condition (RC). Number of MR/RC residents (::iental retardation and
relsted conditions) are welghted estimates from the resident baseline questionnaire. Al references to MR mean MR/RC., Government operated facliities Include those operated
by cly, county, or state, One 600 bed faclity with missing data for "owner* was assumed to be government operated. Because data are welghted and rounded to nearest
whole number, some totals may not equal 100%,

Table 3: Feclilty Grouping 2, ICF-MR Cenrtification Status

ICF-MR Certifled Not Certified All Facliities

15 ree, 18+ res. Totel 15 ree. 16+ ree. Total 15 res. 16+ ree, Total
N of facllity 3,330 904 4,233 7,724 1,372 9,005 11,054 2,276 13,330
Set up Leds 24,283 120,580 154,683 49,784 58,964 108,748 73,887 189,544 263,411
Current res 21,420 123,089 144,509 48,082 47,048 95,109 69,481 170,137 239,619

MR/RC res 21,077 118,084 139,161 43,859 35,613 79,472 64,236 153,697 - 218,633

Notes. Number of facliities are welghted estimates based on the faclitty questionnaire data. Facity size Is based upon the number of set up beds In reporting unit. The total
facility may be larger than the reparting unit, atthough thls Is presumably seldom the case. The number of residents s commonly lass than the number of set up beds.
National estimates of current residents from the Baseline (resident) Questionnalre and ‘set up beds* from the Faclity Questionnalre Indicate the former to be 91.0% of the latter.
Number of current residents Include residents who do not have mental retardation (MR) or a related condition (RC). Number of MF/RC resldents (mental retardation and
related conditions) are welghted estimates from the resident baseline questionnalre. All references to MR mean MR/RC, Thare are no 800+ bed non-ICFs-MR In the sample.
Based on analysls of their size and operation, facliities with missing data for ICF-MR" were assumed to be not certifled. Because data are welghted and rounded to nearest

whole number, soma totals may not equal 100%,
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Table 4. Facllity Grouping 3, Facliity Size

Number of Residernts In Facility

1-6 res. 7-15 res. 16-75 res. 76-299 res. 300-799 ras. 800+ res. Total
N of facilities 7,098 3,056 1,720 M7 116 23 13,330
Set up beds 33,900 39,957 55,794 53,712 55,213 24,825 263,411
Current '
residerits 30,118 39,363 50,711 48,435 54,555 16,436 239,619
MR/RC
residents 28,241 36,694 40,580 44,104 52,487 16,436 218,633

Notes. Numbers of facliitiss are weighted ostimates based on the facility questionnaire data. Facility size is based upon the
number of set up beds in reporting unit. The total faciiity may be larger than the reporting unit, although this ls presumably
seidom the case. The number of residents is commonly less than the number of sat up beds. National estimates of current
residents from the Baseline (resident) Questionnaire and "set up beds® from the Facliity Questionnaire indicate the former to be
91.0% of the latter. Number of current residents include residents who do not have mental retardation (MR) or a related
condition (RC). Number of MR/RC residents (mental retardation and related conditions) are weighted estimates from the
resident baseline questionnaire. All references to MR mean MR/RC,

Facliity Administrative Data

Tables 5 and 6 present basic administrative statistics for ICF-MR and noncextified facilities by
type of operation and facliiity size. The statistics presented on facility capacity, current residents and
certified capacity have the limitations discussed above.

Proportion of Capacity Occupled

Data from the 1987 National Medical Expenditure Survey indicate occupancy of mental
retardation facilities to be 80.2% of the maintained capacity of facilities. ICF-MR certified faciiities had
an occupancy of 82,0%. The noncertified tacilities were 87.5% occupied. Small iCFs-MR reported a
89.0% occupancy rate; large ICFs-MR an 84% occupancy. The lowest occupancy rates were among
the large private non-ICF-MR facilities (78.7%). Facilities of 800 or more residents had by far the lowest
proportions of their reported maintained capacity currently occupied (66.2%). In fact, although facilities
of 800 or move residents had only 9.4% of the total estimated maintained capacity, they had 35.3% of
the unoccupied maintained capacity.

Proportion of Residents with Mental Retardation and Related Conditions

Based on NMES data, 91.2% of the residents of mental retardation facilities ware persons with
mental retardation and related conditions. Private for profit facilities were most likely to have residents
who were reported not to have mental retardation and related conditions (23.6% of residents). Amnng

non-ICF-MR, private for profit facilities, an estimated 32.3% of residents did not have mental retardation
or related conditions.

Medicaid Certified Capacity

According to the Nationa! ln~dical Expenditure Survey, mental retardation facilities nationwide
had a total of 156,735 *beds" certified for Medicaid participation. The Medicaid capacity within mental
retardation facilities was overwhelmingly concentrated in the ICF-MR program (98.7%). The estimates
of Skilled Nursing Facility (SNF) and Intermediate Care Facility (ICF) capacities (584 and 1,489 total
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*beds® respectively) were based on so few sampled facilties that they cannot be considered raliable
estimates of SNF and ICF certification of units in menta' retardation facilities.

The Medicaid participation in mental retardation facilities was indicated to be highly concentrated
in large facilities. About 84% of total (ICF-MR, ICF and SNF) Medicaid certfied capacity was estimated
to be in large facilities, as was 84% of ICF-MR certified capacity alone. Generally speaking, the smaller
the facllity grouping the less likely t was to have its residential capacity certified for Medicaid
participation. For example, facilities with 800 or more residents had 100% of their capacity Medicaid
certified; those with 300-799 residents were 96.6% certified; those with 76-299 residents were 66.9%
certified; and facilities with 16-75 residents were 31.3% certified. The undercounting of small (less than
16 residents) facilities is confined almost exclusively to small, noncertified facilities which qreatly aftects
estimated proportion of small facility capacity certified. While the NMES estimated that 32.6% of small
facility capactty was ICF-MR certified, and that 32.5% of small facility residents with mental retardation
and related conditions were in ICF-MR unite, state reports of small facilities and small facilities with ICF-
MR certifications for 1987 indicated 19.8% to be ICF-MR certified (Lakin et al., 1989).

Direct Care Personnel

Substantial differences were found among facilities in their ratios of direct care personnel to their
total current "set up beds." Generally, KMES indicated that there were now more people providing direct
care nationally than are receiving it (1.06:5). But given 168 hours in a week and the prevailing 40 hour
work week, this translated to an average resident to direct care staff ratio of about 4 to 1 at any one
time. Ratios of staff to residents were highest in the (overiapping) categories of ICF-MR certified facilities
(1.33:1), government operated facilities (1.48:1) and large facilities (1.18:1). The lowest ratios were
among non{CFs-MR (.66:1), private for profit facilities (.61:1), and small facilities (.72:1). Small for profit
facilities had the lowest staff to resident ratios for both certified and non-certified facilities (.60 and .44
staff members per resident, respectively). One factor in these lower ratios was the fact that in many of
the smaller proprietary facilities the owner/operators lived in the *facility* and were providing care and
supervisicn for considerably more hours than was indicated by their treatment as a single full-time direct
care position. Another important factor in the lower ratios was, as will be described later, that the
residents of these facilities generally appeared to have less extensive needs for care and supervision
than did residents of other types of facilities.

Per Diem Costs

A major limitation of the NMES facility data was that costs were coded into 5 broad cost
categories from continuous cost statistics that were wiginally gathered. The categories created for the
NMES data and the weighted proportion of residents within the facilities of each range were: a) $30 or
less per day (23.5%), b) $31-$55 (14.8%), c) $56-$80 (15.6%), d) $81-$105 (14.2%), and e) $106 or more
per day (31.8%). Based on other surveys (Hill et al., 1989; White, Lakin, Hill, Wright, & Bruininks, 1988),
facility costs generally range from $15 to well over $300 per day, so that the extreme data reduction in
the NMES data files drastically decreased the usefulness of the facility cost statistics.

ICF-MR certified facilities, regardless of operator or size, were much less likely to be found in
the lower cost ranges (e.g., $55 per day or less) than non-certified facilties. Among private for profit
facilities, 83% of residents in non-certified facilities were in places with a daily cost of $55 or less as
compared with 51% of residents of ICFs-MR, Among nonprofit facilities, 64% of residents in non-certified
faclities and 35% of those in ICFs-MR were in places with a cost of $55 or less. Among government
operated facilities, 21% of non-certified facility residents were in places costing $55 or less per day, as
compared with an estimated 1% of persons in public ICFs-MR. Conversely, an estimated 65% of public
and private ICF-MR facility residents were in places that cost $81 or more per day as compared with
18% of persons in non-certified facilities.
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Tabie 5: Basic Auministrative Data by ICF-MR Certification Status and Facllity Operation

ICF-MR Ceriifled
Total maintained capacity
Total current residents
Total MR/RC residents
Tota! ICF-MR beds
Direct caro Ler bed
Per dlems Ly range

$1-830

31-55

56-80

81-105

106+

Not ICF-MR Centifl~d
Total maintained capachy
Total current residents
Total MR/RC residents
Total SNF/ICF beds
Direct care
Per dlems by range

$1-$30

.55

56-80

81-105

106+

All Facllities
Total maintained capacity
Total current recldents
Total MA/RC residents
Total Medicald beds
Total ICF-MR beds
Olrect care
Per dlems by range

$1-830

31-55

56-80

81105

106+

Facllity Operation

Private for Proflt Private NonProfit Public All Facllities
15-res. 16+ res. Total 15-res, 16+ res. Total 15- res, 16+ res, Total 15- tes. 16+ res. Total
7,188 20,779 27,967 13,394 11,796 25,189 3,501 100,375 103,876 24,083 130,580 157,033
6,264 18,409 24,673 12,153 12,703 24,856 3,003 89,607 92,610 21,420 123,089 144,509
6128 18,228 24,356 11,948 12,302 24,248 3,004 87,554 90,556 21,077 118,084 139,161
7,168 18,409 25,598 13,393 11,796 25,189 3,501 100,375 103,876 24,083 123,089 154,663
60 1.02 91 1.06 91 9 1.07 1.54 1.53 92 1.41 1.33
29.0% 13.5 17.7 1.3 23.4 174 77 0.0 0.2 16.5 40 5.9
21.3 51.5 433 15.1 20.8 17.9 0.0 0.8 0.8 15.1 101 10.8
38.7 276 30.6 37.5 20.1 29.1 20.1 125 127 356 15.4 18.4
0.0 74 5.4 21.2 15.7 185 35.5 23.2 236 16.3 20.2 19.6
1.1 0.0 3.0 149 20.1 174 36.7 683.5 62.8 16.5 50.3 45.4
22,830 28,766 51,616 23,897 25,554 47,661 4,847 4,624 9,461 49,784 58,964 108,748
19,365 23,896 43,261 23,897 16,854 42,751 4,800 4,297 9,008 48,062 47,048 95,109
15,584 13,691 29,275 23,644 17,935 41,579 4,631 3,987 8,618 43,859 35,613 79,472
427 745 1,173 0 0 0 649 250 899 1,076 995 2,072
44 46 .45 .76 .88 83 90 97 94 63 69 66
76.4% 67.5 A 426 283 342 29 133 17.6 55.7 45.0 49.5
55 16.7 122 30.2 0.3 30.2 30.8 0.0 13.9 19.4 21.8 208
54 87 74 139 19.5 17.2 0.4 1.3 6.4 8.9 14,0 11.9
5.0 3.6 4.2 40 7.8 6.3 19.7 143 16.7 58 6.4 6.2
78 35 5.2 9.3 14.1 121 26.1 61.1 453 10.1 12.8 17
30,018 47,198 77,214 35,502 37,349 72,851 8,348 104,999 113,347 73,867 189,544 265,781
25,629 44,676 70,304 38,050 31,857 67,607 7,803 93,904 11,707 69,481 170,137 239,619
21,712 31,919 53,632 35,590 30,237 65,827 7,633 91,541 99,174 64,938 153,697 218,633
7,615 19,154 26,769 13,394 11,796 25,189 4,150 100,624 104,775 25,160 131,575 156,735
7,188 16,409 25,598 1,394 11,796 25,189 3,501 100,375 103,876 24,083 130,580 154,663
A48 69 61 .87 .89 .88 97 1.51 1.48 72 1.18 .06
63.3 45.3 51.7 30.7 289 288 16.3 08 1.5 422 174 235
9.9 31.0 235 24.4 276 26.2 175 0.8 1.8 17.9 13.8 148
14.8 16.5 15.8 29 187 21.1 8.9 124 122 18.1 149 15.7
36 8.2 48 106 10.1 103 265 28 230 9.4 15.8 14.2
8.7 2.1 44 114 15.8 13.8 30.7 63.4 61.4 123 384 318

Notes. Total maintained capacity Is number of set up beds in reporting unit, estimated from welghted data on facllity questionna:re. Total current residents and residents with MR/AC aze weighted
estimatos from resident baseline questionnalre. Most facliities with Medicald cettification (78.4%) are indicated to be 100% cenifled. For other facliities with Medlicald certification, total ICF, ICF-MR,
and SNF beds are estimated to be the number of set up beds multiplied by the midpoint of multiple categories (e.g., 0-10% = 5%) of the recoded varlables *percent of beds certifled. Facllities with
inlssing bed certification data but which aie ICF-MR certifled are assumed to ba 100% ICF-MR. Per diems b range are the estimated percentage of residents In each faclilty category living In faclities
In each per :llem range. Facliity size welghts are *sut up beds.’ Direct care personnel astimates aro expressed as number of FTE direct care staff (licensed nurses, nurses alds/orderlles,
recrention/activity staff, and "all other care staf”) per set up bed. "Part time® assumed tc equal 50% FTE. Data are welghtod to represent correct proportions of set up beds (approximately equal to

the number of resldents). Row and column totals may not be equal because of differences In missing data across cells.
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Table 6: Basic Administrative Data by ICF-MR Certification Status and Faclility Size

Number of Residents In Facliity

16108,  {:15(es.  16-75r1es.  76-2991es. 300799 tes. 800+ res.  Total
ICF-MR Certified
Total maintained capacity 10,233 13,850 17.503 34,928 £3,326 24,825 154,663
Total current residents 8,671 12,549 18,190 34,747 82,717 16,436 144,500
Total MR/RC residents 8,528 12,549 17,979 32,553 51,117 16,438 139,161
Total ICF-MR beds 10,233 13,850 17,503 34,926 83,326 24,825 154,683
Yirect care .88 95 1.32 1.34 1.56 1.21 133
'r diems by range
$1-830 36.3% 0.0 11.1 8.7 0.0 0.0 59
3155 7.3 21.6 20.7 24.0 0.0 0.0 i0.8
6-80 21.3 475 17.6 14.1 14.1 185 184
31105 21.8 11.7 14.0 8.4 0.3 225 19.6
106+ 13.2 " 182 36.6 440 - §5.7 5§9.0 A54
Not ICF-MR Certified
Total maintained capacity 23,667 26,117 38,291 18,787 1,887 0.0 108,748
Total current residents 21,247 26,014 31,521 13,689 1,638 0.0 95,109
Total MR/RC residents 19,713 24,146 22,602 11,642 1,370 0.0 79,472
Total SNF/ICF beds 427 649 (1] 995 0 0.0 2,072
Direct care 68 58 062 84 52 0.0 66
Per diems by range
$1-830 50.3% 597 475 38.3 67.0 0.0 49.5
3155 10.1 261 258 12.6 33.0 0.0 20.8
56-80 125 6.4 78 .7 0.0 0.0 1.8
81-105 8.7 37 43 113 0.0 0.0 62
106+ 18.4 4.1 14.5 10.1 0.0 0.0 11.7
All Facliities
Total maintained capacity 43,900 39,967 55,794 53,712 55213 24,825 263,411
Total current residents 30,118 39,363 50,711 48,435 54,555 16,436 239,619
Total MR/RC residents 28,241 36,604 40,580 44,104 52,487 16,436 218,633
Tota! Medicaid beds 10,661 14,498 17,503 35,621 53,326 24,825 156,735
Total ICF-MR beds 10,233 13,850 .7,503 34,926 53,326 24,825 154,663
Direct care 74 Na 83 1.54 1.54 1.21 1.06
Per diems by range
$1-$30 45.2% 389 36.5 18.8 1.9 0.0 235
31.58 @1 24.6 242 0.7 09 0.0 148
56-80 15.7 20.0 108 18.6 13.7 185 15.7
81-105 13.5 64 7.2 "3 204 25 14.2
106+ 16.5 9.1 212 328 54.1 59.0 138

Notes. Total maintained capacity is number of set up beds in reporting unit, estimated from weighted data on facility quastionnaire.
Total current residents and residents with MR/RC are weighted estimates from resident baseline questionnaire. Most tacllities with
Medicaid certification (78.4%) are indicated to be 100% certified. For other facilities with Medicaid certification, total ICF, ICF-MR,
and SNF beds are estimated to be the number of set up beds multiplied by the midpoint of multiple categories (e.g., 0-10% =
5%) of the recoded variables ‘percent of beds certified.’ Facllities with missing bed certification data but which are ICF-MR certified
are assumed to be 100% ICF-MR. Per diems by range are the estimated percentage of residents in each facility category living
in facliities In sach per diem range. Faclilty size weights are "sat up beds.' Direct care personnel estimates are expressed as
number of FTE direct care staff (licsansed nurses, nurses aids/orderiies, recreating/activity staff, and ‘all other care staff”) per set
up bed. *Part time* assumed to equal 50% FTE. Data are weighted to represent correct proportions of set up beds (approximately
squal 1o the number of residents). Row and column totals may not be equal because of differences in missing data across cells.

Resident Movement

Tables 7 and 8 present basic rasident movement statistics for calendar year 1986 for ICF-MR
and noncertified facilities by type of operation and size. Movement is expressed as a percentage of the
*current residents." Movement data were based on Facility Questionnaire responses, but included only
facilities oper: for all of 1986. This had the effect of underestimating admissions to small facilities waich
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generally have very high occupancy ar.d which a =+ 'a » andto increasa their total resident population
by the creation of new facilities rather than increasing number of people in existing facllities. Again,
underrepresentation of small facilities may have affected the reported rates.

Admission/Discharge Rates

In general, the facilities that were most active in admissions and discharges during 1986 were
the smallest facllities (3-6 residents) and the private for profit facilities. The 3-6 person facilities had
admissions in 1986 equal to 18.9% of their residential population. They had discharges equal to 14.2%
of their residential population. Private for profit facilities reported admissions equal 0 19.1% of total
residents anc discharges equal to 14.6% of their residents. Movement was considerably higher in
facliities without ICF-MR certification than in the ICFs-MR (16.2% vs, 9.0% for admissions and 14.0% vs.
9.9% for discharges).

Deaths

The estimated national death rate in residential tacilities serving persons with mental retardation
was 1.4% of the resident population. This compares with a rate of 1.2% obtained in the 1982 NCRF
(Lakin, Hill, & Bruininks, 1985). One factor in the difference between the two estimates was the
underrepresentation of small facilities in which the death rate was on average approximately half that
of the larger institutions (8% vs. 1.6%). But there may also have been a small actual increase.
Compared with the 1982 NCRF, the estimated death rates for both small and large faclities was larger
(in small tacilities, .7% in the 1982 NCRF and .9% in the 1987 NMES; In large facilities, 1.5% in the 1862
NCRF and 1.6% in the 1987 NMES although either difference could have been due to sampling error).
But increases in death rates might be expected in both types of facilties as both types house
increasingly aging populations and populaticns which are more severely impaired.

Net Population Change

Public institutions continued to experience depopulation as a result of considerably higher
discharges and deaths (9.7% and 1.4%, respectively) than admissions (6.7%). The net reduction of
4.4% during 1986 was part of the general depopulation of public institutions from 1982 to 1987 (from
117,160 average dally residents to 94,696, or an annual average decrease of 4.2%) (Lakin et al, 1989).
Net population losses were greatest among institutions with 300 or more residents (L.4%).

Walting Lists

Facilities were asked to report the number of people they had walt listed for placement in their
facilities. Considerable caution must be exercised in considering these statistics. Individuals may have
been on more than one facility list, overestimating the unduplicated count of people waiting. Second,
use of walting lists (even among facilities with no peop's currently listed) were reported by only 60.5%
of the small farilities. This refiects a tendency for decisions about access to some facilities (and the
lists of people waiting) to be maintairied outside the faciity. Such tendencies underestimate the total
number of people walting. it cannot be determined how these tactors affected the estimate of 22,500
people being on walting lists, Facllity maintained walting lists were relatively long in facilities of 7-15
residents and 16-75 residents, particularly among those with ICF-MR certification (on the average 33.4%
and 24.3% of their currert residents, respectively). Facilities of 16 or more residents reported waiting
lists of about 15,150 people. Perhaps most striking in the walting list statistics was the size of the
walting lists for the *intermediate® size institutions of 16 to 75 residents (almost 10,100 persons).
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Table 7: Baslo Resident Movement by ICF-MR Caertification and Facllity Operation

m—

Facllty Operation

Private for Profit Private NonProftt Public _ _All Facliities
CF-MR G 15-1es, 18+ res. _ Total 5. rtes. 16+ tes. __Total  15.tes. 18+ res. _ Total  i5-res, 18+ res Total
ICF-MR Certified
Total current residents 8,264 20,779 27,003 12,183 12,703 24,856 3,003 89,607 92,610 21,420 123,089 144,509
Average 1988 admission rate 190 148 156 115 96 10.7 108 LX.] 68 138 8.0 8.0
Average 1088 live dischaige raie 143 121 1208 6.7 8.0 8.4 39 9.7 95 98 99 99
Average 1908 death rate 06 1.7 18 06 1.7 1.2 0.0 14 1.4 0.7 18 1.4
Rate of walt listing 110 110 11.0 279 237 256 15.1 34 36 210 62 79
Not ICF-MR Certified
Total current residents 19,365 23,098 43,261 23,897 10,854 42,751 4,800 4,297 9,098 48,082 47,048 85,109
Average 19088 admission rate 215 20.4 209 126 103 1186 159 89 125 171 154 16.2
Average 1908 live discharge rate 15.1 16.0 156 128 123 125 i5.68 100 129 141 140 140
Average 1008 death rate 15 24 20 08 14 09 08 14 1.1 10 19 15
Rate of walt listing 36 56 49 122 a3 28.2 13.0 08 48 73 151 116
Al Facllties
Total current residents 25,629 44,678 70,304 38,050 31,558 67,607 7,803 93,904 101,707 69,481 170,137 239,619
Average 1908 admission rate 208 18.1 191 123 10.1 11.2 139 67 7.3 189 10.2 19
Average 1988 live dlecharge rate 149 14.4 146 141 108 110 109 8.7 9.6 128 11 18
Average 1986 death rate 1.3 21 16 06 15 1.0 0.8 1.4 1.3 09 16 1.4
Rate of walt listing 5.1 79 69 185 324 26.0 138 33 37 113 89 0.4

Notes. Movement clata are expressed as percent of set up beds. Table Includes only tacliities thet were open all of 1966, It excludes a smail number of facliities whose number of admissions or

number of reloases exceeded bed capacity. Certain faciiities serve as diagnostio, placement and/or crisis centers. They receive and diacharge large number of residents each year. These were
excluded In order to reflect the movement status of persons in typical residential settinge.
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Table 8: Basic Resident Movement by ICF-MR Certification and Facllity Size
Number _of Residerds in Facllity

1-8 res. 7-15 res. 16-75 res.  76-209 res,  300-789 res. 800+ res. Total
ICF-MR Certified
Total current residents 8.871 12,549 19,190 34,747 82,717 16,436 144,509
1986 admission rate 17.7 10.6 16.1 10.4 6.8 25 9.0
1966 live discharge rate 1.3 8.6 10.8 10.4 1.7 48 9.9
1966 death rate 0.8 0.6 T 27 14 1.3 1.7 14
Rate of walt listing 7.8 33.4 24.3 72 25 12 7.9
Not ICF-MR Certified
Total current residents 21,247 26,814 31,521 13,689 1,838 0.0 95.109
1966 admission rate 19.4 14.9 148 165 18.4 0.0 16.2
1965 live discharge rate 15.8 127 129 16.7 14.3 0.0 14.0
1966 death rate 114 0.9 20 1.7 1.0 0.0 15
Rate of walt listing 65 8.2 18.1 8.7 3. 0.0 1.8
All Facliities
Total current residents 30,118 39,363 50,711 48,435 54,555 16,436 239,619
1682 admission rate 18.9 134 152 122 7.2 25 1.9
1986 live discharge rate 142 1.3 12.3 122 1.8 46 1.5
1986 death rate 10 0.8 22 1.3 1.3 17 1.4
Rate of walt listing 69 16.0 19.9 7.6 25 12 9.4

Notes. Movement data are expressed as percent of set up beds. Table includes only facliities that were open all of 1966, It
excludes a small number of facliities whose number of admissions or number of releasss exceeded bad cepacity. Certain tacilities
serve as disgnostic, placement and/or crisis centers. These rece've and discharge large number of residents each year. They
were excluded in order to refliect the movemaent status of persons In typical residential settings.

Resident Characteristics

The following tables present data on a range of diagnostic, medical and functional skills of
residents of mental retardation facilities grouped by type of operation, ICF-MR certification status, and
facility size. The estimates are from the Baseline Questionnaire.

Level of Retardation/Type of Related Conditions

Tables 9, 10 and 11 present the levels of retardation or types of related conaitions for mental
retardation facility residents reported to have mental retardation, epilepsy, cerebral palsy, autism, and/or
spina bifida, Under *mentally retarded* are presented the estimated distribution of residents by level of
retardation for individuals indicated to have mental retardation. Under *Related Conditions Only* are the
estimates of prevalence of certain conditions among sample members who were indicated to have
epilepsy, cerabral palsy, autism or spina bifida, but not mental retardation.

Persons with mental retardation. The NMES estimates indicated that 99% of the residents of
mental retardation facilities who had mental retardation or related conditions, had mental retardation.
The same proportion was found in both large and small facilities. It is notable, however, that of the
persons indicated to have *mental retardation," 4% were classified as "borderline mentally retarded* or
not technically within the range of measured intelligence (i.e., IQ) currently recognized as indicating
mental retardation.

People with profound retardation made up an estimated 37% of the residents in mental
retardation facilities. They were conceitrated in large facilities (46% of residents in those facilities),
particularly in large government operated ones (60% of residents), and in ICF-MR certified facilities
(49% of residents). About 18% of the residents of the 3 to 6 resident facilities were persons with
profound retardation.
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The overall prevalence of mild/borderline, moderate and severe mental retardation among
residents of mental retardation facilities was quite similar (20.9%, 21.0% and 20.5% of all residents,
respectivaly\. The prevalence of severe mental retardation was relatively consistent across the various
types of ‘aciitties examined (from a low of 17% of residents in government facilities with 800 residents
to 33% in government facilities with 15 or fewer residents). The distribution of persons with
mild/moderate mental retardation (including borderline) varied much more across facility categories. For
exaraple, while 62% of persons in facilities of 15 and fewer residents had mild/moderate mental
retardation, only 18% of persons in facilities of 300 or more residents were classified as mild or
moderately mectally retarded. Mild/moderate mental retardation had a much higher prevalence within
non-certified residential facilities (64% of residents) than within ICFs-MR (30%).

People with conditions related to menta! retardation (i.e., epilepsy, cerebral palsy, autism and/or
spina bifida), but who were not also reported to be mentally retardsd appeared to be rare among
mental retardation facilities (an estimated less than 1%). Because individuals with related conditions only
were represented by just 33 persons in the entire sample, estimates of their characteristics are subject
to considerable error. However, among the sample epilepsy was the most commonly reported condition
of persons who did not have mental retardation, but made up only an estimated 0.6% of all residents
with mental retardation and related conditions. Although residents were rarely reported to have related
conditions only, the following section shows these conditions very commonly accompznied mental
retardation among the residents of mental retardation facilities. However, it is important to note that
many persons with related conditions reside in facilities primarily serving populations with conditions
other than mental retardation. A description of these individuals will be included in subsequert analyses
of data on nursing and related care facility residents.
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Table 9: Resldents with Mental Retardation and Related Conditions In Mental Retardation Facliities
by Level of Mental Retardation or Related Conditions and Facliity Operation

Facllity Operation

Private for Profit Private NonProfit Publie All Facilities
15- res, 16+ res, Total 15 res. 164 res. Total 15 ves, 16+ rec. Total 18- res. 6+ _res. Total
Mentally Retarded
Miid/Bordertine 293 212 281 R7 neo 324 24.2 8.7 99 0.6 169 209
Moderate 314 245 213 344 251 30.2 17.4 114 119 314 16.7 210
Sevore 256 18.0 21.0 202 17.5 19.0 .7 21.1 211 238 19.2 205
Profound K1 288 216 125 238 178 255 569 569 138 463 367
Total 97.4 98.3 96.0 99.8 98.1 99.2 9.8 99.8 99.8 99.1 99.1 99.1
Related Conditions Only
Epllepsy only 17 1.5 1.6 0.2 o8 05 0.0 0.2 0.2 07 06 06
Cerebral palsy only 0.7 0.0 03 0.0 10 05 0.0 0.0 0.0 02 0.2 02
Autism only 0.2 0.0 0.1 00 0.0 0.0 0.0 0.0 0.0 0.1 0.0 0.0
Spina bifida only 0.0 0.0 00 c.o 0.0 0.0 0.0 0.0 0.0 0.0 0.0 0.0
Muitiple related 0.0 0.2 0.1 0.0 0.0 00 0.0 0.0 0.0 0.0 0.1 0.1
conditions — —_— —_— —_— —_— _— —_— —_— — —_— —_— —_—
Totel 26 17 20 0.2 1.8 10 0.0 0.2 02 1.0 09 09

Notes. Statistics presented are proportion of total estimated populetion in each facility category indicated to have either mental retardation or a related condition by level of
mental retardation or, if not Indicated to have mental retardation, by a related condition. Columns may not add to 100% because of rounding. Statistics on residents with
‘related conditions only® are based only on 33 of the total 3,618 sample membere.

Table 10: Residents with Mental Retardation and Related Conditions In Mental Retardation Facliities
by Level of Mental Retardation or Relsted Conditions and Certification Status

ICF-MR Certification Status

{CF-MR Certified Not Certified All Faclitties
15- res. 16+ res. Totel 15- res. 16+ ree. Total 15- res, 18+ ree. Totai
Mentally Retarded
Miid/Borderline 29.8 118 146 0.9 35.0 327 30.8 169 209
Moderate 277 134 15.6 33.2 28.3 31.0 31.4 16.7 21.0
Severe 254 19.7 2053 2.8 175 20.3 : 235 19.2 205
Profound 185 545 488 124 17.4 145 138 463 %7
Total 99.4 99.4 99.5 96.8 96.2 5 99.1 99.1 99.1
Related Conditions Only
Epliepsy only 0.2 04 04 0.9 1.2 1.1 0.7 06 08
Ceretiral paisy only 0.3 0.2 0.2 0.2 0.3 0.2 0.2 0.2 0.2
Autism only 0.0 0.0 00 0.1 0.0 00 0.1 00 00
Spina bifida only 0.0 0.0 00 0.0 0.0 0.0 0.0 00 0.0
Multiple related conditions 0.0 0.0 0.0 0.0 0.2 0.1 0.0 0.0 0.0
Total —_— — — — — — — —_— —
05 0.6 o8 1.2 1.7 1.4 1.0 08 08

Notes. Statistics presented are proportion of total estimated population in each facility category Indicated to have either mentul retardation or a related condition by level of
mental retardation or, f not Indicated to have mental retardation, by a related condition. Columns may not add to 100% because of rounding. Statistics on residents with
‘related conditions only® are based only on 33 of the total 3,618 sample members.
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Table 11; Residents with Mental Retardation and Related Conditions In Mental Retardation Faciiities
by Level of Mental Retardation or Relsted Conditions and Facliity Operation

— Number of Residents in Faclity

1-6 res, 7-15 res. 16-75 res.  76-299 res.  300-700 res, 800+ res. Total
Mentally Reteded
Miid/Borderliie 272 334 317 18.1 8.1 7.3 209
Moderate 298 ks 2.3 18.3 8.5 13.0 210
Severe 239 32 17.5 218 19.1 16.9 205
Profound 178 104 227 409 630 629 367
Total 98.7 99.3 96.2 99.1 00.7 100.1 £9.1
Related Conditions Only
Epilepsy only 07 0.7 1.3 06 0.3 0.0 06
Cerebral palsy only 05 00 03 04 0.0 0.0 0.2
Autiem only 0.1 0.0 0.0 0.0 0.0 0.0 0.0
Spina bifida only 00 0.0 0.0 0.0 00 0.0 00
Muttipie related conditions 0.0 0.0 0.2 0.0 0.0 0.0 0.0
Total 1 0.7 1. 1.0 03 0 09

Notes. Statistics presented are proportion of total estimated population in each facility category indicated to have either menta
retsrdation or a related oconciition by level of mental retardation or, if not indicated to have mental retardation, by a related
condition. Columns may not add to 100% because of rounding. Statistics on residents with ‘related conditions only® are
based only on 33 of the total 3,618 sample members.

Reloted Conditions by Level of Retardation

Tables 12, 13 and 14 present estimates of the prevalence of conditions related to mental
retardation among residents with different levels of mental retardation. Specific conditions included are
epilepsy, cerebral palsy, autism, spina bifida and deafness or blindness. Table 12 presents estimates
for tacilities by type of operation; Table 13 by ICF-MR certification and Table 14 by facility size.

Epllepsy. Approximately 29.6% of persons with mental retardation residing in mental retardation
facilities were estimated to have epilepsy. The presence of epilepsy was clearly associated with the
level of mental retardation. About 15% of persons with mild mental retardation were reported to have
epllepsy as compared with 43% of persons with profound mental retardation. Persons with epilepsy
were most likely to be in facilities of 16 or more residents (34% of residents had epilepsy), large
government operated facilities (40% with epilepsy) and ICF-MR certified facilities (34% with epilepsy).
Controlling for level of retardation, with the exception of persons with mild or borderline mental
retardation, persons with epilepsy were more likely to be residing in larger facilities than peisons whose
medical records did not indicate a seizure disorder.

Cerebral paisy. An estimated 12% of persons with mental retardation and ruiated conditions
in mental retardation facilities wera reported to have cerebral palsy. As with epilepsy, there was a clear
association between cerebral palsy and level of mental retardation of residents. Cerebral palsy was
noted in the medical records of an estimated 5.5% of the individuals with mild or borderline mental
retardation, 6.4% of those with moderate mental retardation, 9.2% of those with severe mental
retardation, and 19.5% of those with profound mental retardation. Related to this general association
with level of retardation, persons with cerebral palsy were more likely to be found in facilities of 16 or
more residents than in smaller facilities (13% versus 8%). The prevalence of cerebral palsy was
estimated to be elightly higher in large private facilities than in large public facilities (15% vs. 12%). An
estimated 13.5% of ICF-MR residents and 8.5% of residents of non-ICF-MR facilities had cerebral palsy.

Autism. An estimated 3.5% of residents of mental retardation facilities had autism noted in

their medical records. The prevalence of reported autism was highest among persons with severe
mental retardation (5.6%). Estimated rates of autism among persons with moderate and profound
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mental retardation were 3.3% and 3.6%, respectively. An estimated 1.4% of individuals with mild or
borderiine retardation were reported to be autistic. Only 5.4% of the persons reported not to be
mentally retarded were reported to have autism, but this estimate was based on only 2 of 3,618 sample
members. The estimated prevalence of autism was similar in large (16+ residents) and small facilities
(3.7% and 3.0% respectively). The highest prevalerice of autism was reported in larger nonprofit
facilities (8.9%). ICF-MR certified facilities had a considerably lower reported provalence of autism
ameng its populations (2.5%) than did the noncertified facilities (5.4%).

Spina bifida. Spina bifida was estimated to be rare among the mental retardation facility
populations. It was consistently reported to be below 1% for individuals of all levels of mental
retardation and in all sizes and types of facilities.

Blind or deaf. An estimated 7% of persons in mental retardation facilities were blind and/or
deaf. Prevalence of thase conditions was associated with level of mental retardation; from 2.3% of
persons with mild or borderline mental retardation to 13.8% of persons with profound retardation.
Persons who ware blind or deaf were more likely to reside in facilities of 16 or more residents (8.7%
compared with 3.7% in smaller facilities). The prevalence of deafness or blindness among facility
populations was closely associated with facllity size (from 3.0% in facilities of 6 or fewer residents, and
4.2% in facliities of 7-15 residents, to 10.2% in facilities 300-799 residents, and 12.8% in fa- "ties of 800
or more residents). About twice the proportion of persons in ICFs-MR were deaf or blinu (4.8%) than
in facilities that were not ICF-MR certified (4.3%).



Table 12 Number and Types of Related Disabilities Arw-uy t.svidents of Mental Retardation Facilities by Facility Operation

Fecliity Operation _
Private for Profit Private NonProfit Public - All Facllities
15- ree. 18+ res. Total 15-res, 16+ res, Total  15-res, 16+ ros. Total  15-ree. 16+ 108, Totel
ded
Botderline/Mild
Epllepey 19.1 153 169 156 121 14.0 48 175 15.1 15.68 14.8 15.2
Cerebral Palsy 3.1 37 33 6s 9.1 78 74 28 3s 8.7 53 55
Autism 0s 25 17 09 3.2 19 0.0 0.0 0.0 0.7 20 14
Spina Bifida 0.0 14 0.8 0.4 0.7 05 0.0 0.0 00 0.3 0.7 0.5
Blind or Deef 14 27 22 4.5 07 28 0.0 21 17 .4 18 23
Moderate
Epllepsy 19.9 159 177 16.0 21.5 18.1 174 334 315 173 A7 215
Cerebral Palsy 40 9.5 74 67 9.2 78 31 3.2 3.2 59 88 6.4
Autism 20 22 21 20 85 45 0.0 32 29 19 4.5 3.3
Spina Bifida 0.9 0.9 0.9 0.5 09 07 0.0 14 0.9 08 1.0 c3
Blind or Deaf 14 85 a6 23 4.4 34 76 46 49 24 49 37
Severe
Epliepsy 20.3 19.2 19.7 16.5 176 17.0 319 3.1 as 204 2.6 265
Cerebral Palsy 107 126 17 38 108 67 2087 67 9.3 10.4 86 9.2
Autism 9.4 13 5.2 6.0 142 95 22 37 35 65 5.1 56
Spina Bifida 0.0 0.0 0.0 0.0 14 oe 0.0 05 04 0.0 06 c4
Blind or Deaf 45 1.8 3.1 s 8.6 58 33 44 42 40 40 44
Profound
Epllepsy 3.5 434 421 26.1 3.1 R3 251 46.3 455 286 49 432
Cerebral Paley 17.2 3.2 299 107 0.2 28 17.4 18.8 © 158 13.9 202 19.5
Autism 6.2 33 39 56 13.7 107 0.0 22 22 45 35 26
Spina Bifida 0.0 0.0 0.0 168 0.0 07 0.0 08 0s 09 0.5 05
Biind or Deaf 8.2 9.0 a8 6.0 174 129 123 15.1 15.0 8.0 145 138
Relsted Conditions Only
Epliepey 66.3 1000 828 100.0 Qs 49.9 0.0 100.0 100.0 70.1 759 741
Cerebral Palsy 26.7 0.0 137 00 5.5 50.1 0.0 0.0 2.0 237 241 240
Autlsm 70 123 9.6 0.0 0.0 0.0 0.0 0.0 0.0 6.2 5.0 5.4
Spina Bifida 0.0 0.0 0.0 0.0 0.0 00 0.0 0.n 0.0 0.0 0.0 0.0
Blind or Deaf 0.0 0.0 0.0 0.0 0.0 0.0 0.0 0.0 0.0 0.0 0.0 0.0
Total Residents with MA/RC
Epllepsy 28 258 245 17.4 217 19.3 210 404 389 19.6 338 29.8
Cerebrai Palsy 1.8 15.1 12.2 es 15.2 108 18.2 120 123 82 132 1.7
Autlsm 4.1 28 32 29 8.9 56 07 25 23 3.0 37 35
Spina Bifida 0.3 06 05 0.5 0.7 08 0.0 08 0.5 0.4 06 0.5
Blind or Deaf 29 5.0 42 kX 89 5.2 5.5 105 10.2 37 87 7.2

Notes. Blindness Is defined as inability, with use of corrective lenses, to recognize (because of visual aculty) familiar people at a distance of 2 or 3 feet. Deainess Is defined
as Inabllny, with a hearing ald, to hear things said to him or her. Data on “related conditions only* are perceni of residents reported not to have mental retardation within each
of five types of related condition, who have the additional condition ilsted. Within groups, columns do not aiweys total 100% because some residents with related conditlons
only had more than one listed. *Total residents with MR/RC"® Includes percentage of ali residents with and without MR who have the listed conditions. Only 23 sample
membon (out of 3,618 tolal) were Indicated to have ‘related conditions only.*
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Table 13: Number and Types of Related Disabilitiesa Among Residents of Mental Retardation Facllities by Certification Status

ICF-MR Certification Status

ICF-MR certifled Not Certifled All Facllitios
15- res. 18+ res. Total 15- res. 16+ res. Totel 15- res. 16+ ros. Total
Mentally Retarded :

Borderline/Mild 189 15.7 16.7 14.0 13.6 13.9 15.6 148 18.2
Epllepey 5.2 79 7.4 8.0 24 4.2 5.7 5.3 55
Cerebral Paloy 0.0 1.1 0.8 11 3.0 20 0.7 20 1.4
Autiom 0.0 1.3 09 0.4 0.0 02 0.3 0.7 05
Spina Bifida 24 2.4 23 as 1.0 23 3.1 18 23
Blind or Deat

Moderate o
Epllepsy 2.7 28.7 256 15.1 215 in7 17.3 24.7 218
Cerebral Falsy 5.7 73 69 5.9 5.9 5.9 59 68 64
Autiem 3.1 2.6 29 1.4 7.2 38 1.9 45 33
Spina Bifida 1.1 1.8 1.4 0.4 0.0 0.2 0.6 1.0 ve
Blind or Daat 23 8.1 5.1 2.4 2.7 25 2.4 4.0 a7

Severe
Epllepey 185 325 299 215 18.1 20.2 20.4 296 26.5
Cerebral Palsy 10.9 8.8 9.2 10.1 7.6 9.2 10.4 8.6 9.2
Autiem 48 36 az 768 11.3 9.1 8.8 u.1 58
Spina Bifida 0.0 0.4 0.3 0.0 1.3 05 0.0 06 05
Blind or Deaf 3.0 43 4.1 45 5.8 5.0 4N 46 44

Protound
Epllepsy 276 446 433 29.2 484 396 286 449 432
Cerebral Palsy 5.3 19.7 19.0 19.7 254 225 139 20.2 19.5
Autiem 2.1 25 24 6.1 15.0 10.9 45 a5 as
Spina Bifida 0.0 0S5 08 15 0.0 0.7 0.9 05 0.5
Blind or Deaf 10.9 14.2 14.0 6.1 178 12.4 8.0 14.5 138

Related Conditions Only

Epllepsy 330 721 66.8 76.1 80.3 79.3 70.1 75.9 74.1

Cerobral Palsy 67.0 27.9 N2 14.4 19.7 173 23.7 24.1 24.0

Autism 0.0 0.0 0.0 75 108 9.2 6.2 5.0 54

Spina Bifida 0.0 0.0 0.0 0.0 0.0 0.0 0.0 0.0 0.0

Blind or Deal 0.0 0.0 0.0 0.0 0.0 0.0 0.0 0.0 0.0

Total Resld:ats with MR/RC

Epllepsy 21.4 366 34.3 18.7 239 210 19.6 33.8 206

Cerebral Palsy 74 14.8 138 8.7 85 X 8.2 13.2 1.7

Autlem 23 26 25 33 79 54 3.0 37 35

Spina Biida 0.4 07 07 04 0.2 0.3 04 06 05

Blind or Deaf 39 9.7 88 38 52 43 37 8.7 7.2

Notes. Blindness Is definsd as Inabliity, with use of corrective lenses, to recognize (because of visual aculty) familiar people at a distance of 2 or 3 feet. Deafness ls defined

\l i as Inabllity, with a hearing aid, to hear things sald to im or her. Data on ‘related conditions only* are percent of residents reported not to have mental retardation within-each
of five types of related condition, who have the additional condition listed. Within groups, columns do not always total 100% because some residents with related conditions
only had more than one listed. ‘Total residents with MIVAC* Includes percentage of all residents with and without MR who have the listed conditions. Only 33 sample
members {out of 3,618 total) were Indicated to have ‘ralated conditions only.*
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Table 14: Numbsr and Types of Related Disabllities Among Resldents of Mental Retardation Facilities by Facllity Skze

Number of Residents in Facliity
1:6 res, T-15res.  16:75res.  76-299 res.  300-78Y res. 800+ res Total
M
Borderline/Miki 133 R A 13.2 161 18.2 10.6 15.2
Epllepey 5.0 82 65 49 44 0.0 55
Cerebral Palsy 1.0 0.5 36 09 0.0 0.0 1.4
Autiem 0.0 0.4 0.9 0.8 0.0 0.0 5
Spina Bifida 3. 34 1.0 2.7 0.0 10.6 23
Blind or Deaf
Modurate
Epliepey 243 125 21.1 223 3.3 36.3 215
Cerebral Palsy 3.4 78 63 10.9 2.7 a3 6.4
Autism 33 09 4.7 48 39 41 33
Spina Bifida 07 0.5 0.7 08 22 0.0 8
Blind or Des 07 35 47 4.0 28 126 37
Severe
Epllepey 23 19.0 21.3 26.7 315 31.3 26,5
Cerebral Palsy 123 9.0 55 16.0 5.6 49 9.2
Autiem 89 47 103 35 3.6 39 5.6
Spina Bifida 0.0 0.0 1.1 0.0 0.9 0.0 A
Blind or Deaf 17 5.7 6.7 3.7 4.9 1.9 4.4
Profound
Epliepey 340 21.7 43.4 430 46.4 44.7 432
Cerebra! Palsy 135 144 36.6 219 16.8 14.0 19.5
Autiem 43 47 10.7 27 1.9 4y 36
Spina Bifida 1.6 0.0 0.0 0.0 06 12 5
Blind or Deaf 88 70 164 131 14.3 18.1 138
Related Conditions Only
Epliepsy 51.2 100.0 828 57.3 100.0 0.0 74.1
Cerebral Palsy 38.7 0.0 172 42.7 0.0 0.0 24.0
Autism 10.1 0.0 9.2 0.0 0.0 0.0 5.4
Spina Bifida 0.0 0.0 0.0 0.0 0.0 0.0 0.0
Blind or Deof 0.0 0.0 0.0 0.0 0.0 0.0 0.0
Total Residents with MR/RC
Epilepsy 28 174 24.8 31.0 4“1 38.9 226
Cerebral Pasy 8.1 82 134 15.5 12.3 10.1 1.7
Autiem 43 2.1 6.8 28 23 3.7 35
Spina Bifida 05 0.3 0.7 0.3 0.8 0.8 5
Blind or Deef 3.0 42 6.4 74 102 12.8 7.2

Notes. Blindnees ls dafinsd as inability, with use of corrective lenses, to recognize (because of visua! aculty) famitiar people at
a distance of 2 or 3 fest. Deafness ls defined as inabliity, with a hearing ald, to hear things sald %o him or her Data on
‘related oonditions only® are percem of residents reported not 1o have mental retardation within each of five types of related
condition, who have the addlional condition Histed. Within groups, columne do not aiways total 100% because some residents
with related oconditione only had more than one listed. "Totsl residents with MR/RC'® includes percentage of all residents with
and without MR who have the listed conditions. Only 33 sampie members (out of 3,618 tota)) were indicated to have ‘reiated
conditions only.’

Age Distribution of Residents

Tables 15, 16 and 17 present estimates of the age distribution of persons with mental retardation
and related conditions in mental retardation facilities. Age distribution estimates are provided for all
residents and separately for those with mild/moderate levels of mental retardation, those with
severe/profound mental retardation, and those who only had related conditions. It should be noted
that the exclusion of facilities with 1 or 2 residents :ind the general underrepresentation of other small
“family care® facilities has likely caused some degree of underestimation of the proportion of chiidren
and youth in mental retardation facilities. This was due to the somewhat greater proportion of children
and youth in small tamily care settings than in other facilities (51% greater than all other facilities in the
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1982 NCRF, Lakin, Hill, & Bruininks, 1985). Based on statistics from the 1982 NCRF it would appear
likely the proportion of children and youth in all residentiai faclltties In 1987, including those of 1 and
2 residents, was greater than the 15.5% estimated in the NMES, Adjustments for the undercounted
smaller facilities and the eliminated 1 and 2 person placements, based on NCRF would suggest that
children and youth (21 years and younger) made up 18.5% to 19.5% of the population of mental
retardation facilities. While not insignificant, this magnitude of undercounting is relatively minor for the
sake of this discussion. It is assumed that the estimates of the ages of the residents of mental
retardation facilities obtained from NMES were generally accurate for facilities of 1€ or more residents.

Like earlier studies, the NMES showed clearly the overwhelmingly adult population in mental
retardation facilities. It estimated that only 15.5% of persons with mental retardation and related
conditions in mental retardation facilities were persons 21 years and younger. Even the adjusted
estimate of 18.5% to 19.5% was considerably less than the 24.8% found in the 1982 NCRF and 37.4%
found in the 1877 NCRF (Lakin, Hill, & Bruininks. 1985). Data suggested continued decreases in the
proportion and actual number of both children (0-14 years) and adolescents (15-21 years) in mental
retardation facilities. The 1982 NCRF indicated that 9.1% of residents were children (0-14 years) as
compared with 4.6% in the 1987 NMES. The 1982 NCRF faciltties indicated 15.5% of residents were
adolescents (15-2¢ years), as compared with 10.8% in the 1987 NMES.

At the other end of the life span populations of mental retardation facilities are aging. According
to NMES 5.5% of mental retardation facility residents were 65 years or older. This compares with 5.0%
63 years or older in the 1982 NCRF and 4.1% in the 1977 NCRF (Lakin, Hill, & Bruininks, 1985). The
middle-age bracket also continued to increase, with 19.9% of residerts 40-62 years in 1977, 23.3% of
residents 40-62 years in 1982, and 27.5% 40-64 years in 1987.

Age distributions within large and small facilities were quite similar, Private for profit facilit. .
had the highest proportion of older residents, private nonprofit facilities had the highest proportion of
younger residents. Only 13.6% of the population of large government facilities was made up of persons
21 years or younger. This compared with 22.0% in the 1882 NCRF and 35.8% of the 1977 NCRF. ICF-
MR facilities had smaller proportions of children and youth than non-ICF-MR facilities (13.7% and 18.4%
respectively). They also had a higher proportion of persons 65 years or older (5.8% vs. 4.8%).

Resident age distributions were associated with level of retardation. Resident populations
indicated to have mild or moderate levels of retardation contained lower proportions of childran and
youth than did the populations indicated to be severely or profoundly mentally retarded (12.2% vs.
17.9%). This was not only generally true, but was true within all facility sizes and types. Conversely,
higher proportions of older mental retardation facility residents were indicated to be mildly or moderately
mentally retarded than were indicated to be severely or profoundly mentally retarded. Of all
mildly/moderately retarded residents 9.4% were persons 55-64 years, and 6.7% were persons 65 years
or older. Of all severely/profoundly retarded residents, only 6.3% were persons 55-64 vears, and 4.3%
were 65 years or older. These differe.ices reflect the lower life expectancy of persuns with profound
mental retardation. But the generally increasing lite expectancy of persons with mental retardation, the
current efforts to avoid their unnecessary placements in nursing homes, and the presence in mental
retardation facilities of about 20,000 persons in the 55-64 year age range will produce a great increase
in the elderly population of mental retardation facilities by the end of this century.

The concentration of the residential population in early adulthood (22 to 39 years) was notable.
While only 30.8% of the U.S. population was between 22 and 39 years at the time of this study, an
estimated 51.6% of the population of mental retardation facilities in 1887 was in young adulthood. This
bulge is the result of placement factors such as the relatively low placements of children and youth in
residential settings, and relatively high numbers of placements of older people with mental retardation
and related conditions in nursing homes, an estimated 13,000 according to the 1985 National Nursing
Home Survey.
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Table 15: Age Distribution of Residents of Mental Retardation Facliities by Level of Retardation and Facliity Operetion ’

— _ Faciity Operation
Private for Profit Private NonProfit Public All Facilities
15- res. 16+ res. Total 15- res, 16+ res, Total 15- res. 168+ res. Total 15- tes. 16+ res. Totel
Meitally Retarded
Bordetline/Mild/Modereate
0-14 years 86 23 42 A 8.1 22 4.0 3.9 39 28 as 33
15-21 years 68 42 5.3 9.1 18.3 13.0 8.2 57 8.1 8.2 8.4 8.9
22-39 years 40.1 43.2 41.8 58.9 408.2 54.4 9.1 51.0 49.8 51.4 476 482
40-54 vears 240 274 28.2 29 20.7 20 28.2 16.6 186.3 239 214 25
55-64 years 10.7 14.1 126 70 64 6.7 105 9.6 9.9 8s 10.1 9.4
65+ years 11.2 88 8.9 20 13 17 6.0 13.0 120 5.4 78 6.7
Severe/Profound
0-14 years 79 9.8 9.2 as 19 79 128 34 39 6.7 53 5.6
15-21 yeare 174 14.3 18.2 124 164 143 84 108 10.8 13.0 121 123
22-39 years 50.0 520 51.3 81.9 44.3 528 7.7 58.0 54.8 538 54.0 53.9
40-54 years 148 14.8 14.7 180 18.1 18.0 2.2 18.2 185 18.0 177 17.8
55-64 years 59 57 5.8 as 85 8.1 105 8.2 8.4 56 64 63
65+ years 43 e 3.8 8 8 ) 17 5.3 54 3.2 45 43
Related Conditions Only
0-14 years 134 00 6.8 0.0 13.4 1.9 0.0 0.0 0.0 11.8 57 1.7
15-21 yeare 0.0 337 16.5 0.0 8.3 73 0.0 0.0 0.0 0.0 17.2 1186
22-39 years 413 105 263 0.0 M7 308 0.0 0.0 0.0 3.8 19.1 247
40-54 yoars 104 00 5.3 100.0 138 232 0.0 324 324 208 12 14.2
55-84 years 13.0 339 23.2 0.0 30.1 267 0.0 0.0 0.0 "ns 268 217
65+ years 219 219 21.9 0.0 0.0 0.0 0.0 67.8 676 194 203 2.0
Total MR and RC
0-14 years 7.2 56 6.3 1.2 8.0 43 89 s 3.9 42 4.8 46
15-21 yeoars 104 9.1 9.8 100 17.4 134 8.3 9.8 8.7 8.9 1.2 108
22-39 years 4385 468 45.3 58.7 48.4 53.8 40.0 54.8 53.7 520 51.5 51.6
40-54 yoars 209 213 21.1 1.5 19.5 20.6 253 17.9 18.5 218 18.9 19.8
55-64 years 9.1 10.7 10.0 59 78 6.7 10.5 6.9 72 75 78 77
65+ years 9.1 8.7 1.7 16 1.1 14 7.0 70 70 48 58 5.5

Notes. Borderline/Mild/Moderate category Includes 2.5% of estimated population which was reported to be mentally retarded, but whose level of retardation was not reported. The *related
conditions only* category Is based on only 33 (of 3,818 total) sample membere.




Table 16 Age Distribution of Residents of Mental Retardation Facliities by Level of Retardation and Certification Status

ICF-MR Certification Status
ICF-MR Cettified Not Certified All Facilities
15 res. 16+ res. Total 18- res. 18+ res. Totel 15- res. 16+ res. Total
Mentally Retarded
Borde I srate
0-14 years 18 36 3.0 31 40 s 28 a8 33
15-21 years 9.1 (X ] 73 79 130 10.1 8.2 94 X}
22-39 years 49.2 80.2 499 523 441 486 514 476 49.2
40-54 yeare 273 195 218 25 238 231 229 214 28
55-84 years 78 98 9.3 (X} 10.4 9.5 s 10.1 9.4
65+ years 5.1 10.2 6.7 55 47 5.2 5.4 78 8.7
Severe/Profound
0-14 yeare 27 47 45 9.1 9.9 95 67 53 5.6
15-21 years 6.1 10.9 10.7 16.0 20.6 18.1 13.0 121 122
22-39 yeare 60.3 54.6 85.1 494 49.4 49.4 8385 540 83.9
40-54 yeare 19.2 164 185 17.2 12.2 180 18.0 177 178
5564 years 8.4 (Y] 67 40 53 45 58 6.4 8.3
65+ yeans 1.3 48 45 44 23 3s 3?2 45 43
Relsted Conditions Only
0-14 years 0.0 0.0 0.0 144 122 13.2 118 57 7.7
15-21 years 0.0 10.3 141 0.0 16.2 99 0.0 17.2 118
22-39 yeane 100.0 171 284 230 213 21 8.6 19.1 247
40-54 years 0.0 211 18.2 250 0.0 11.4 206 11.2 142
55-64 years 0.0 24.1 208 140 293 223 118 266 217
65+ yeoare 0.0 21.4 185 26 18.9 211 19.4 203 200
Total MR and RC
0-14 years 20 4.4 40 5.2 8.1 56 42 48 48
15-21 yoars 8.6 9.8 97 10.4 158 128 9.9 1.2 108
22-39 years 54.0 533 534 51.0 455 485 52,0 518 51.6
40-54 yeoars 238 18.7 18.5 208 188 203 218 188 19.8
55-64 yeare 8.0 78 78 7.2 8.0 8.0 78 78 7.7
65+ years 35 6.9 58 5.4 42 48 48 5.8 55

d ‘..‘, -
- Notes. Borderline/Mild/Moderate category Includes 2.5% of estimated popuiation which was reported to be mentally retarded, but whose level of retardation was not reported.
The ‘related conditions only* category Is based on only 33 of 3,618 total sample members.
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Table 17: Age Distribution of Residents of Montal Retardation Facliities by Level of Mental Retardation and Facllity Size
Number of Residents In Facllity

1-6 res. 7-15 res. 16-75 res.  76-299 res.  300-799 res. 800+ res. Total
Mentally Retarded
Borderline/MIid/Moderat
0-14 years 70 20 7.7 43 34 35 33
15-21 years 121 8.2 122 125 10.1 8.2 8.9
22-39 yeare 52.9 513 44.2 514 574 50.8 49.2
40-54 years 175 25.1 17.7 20.6 17.8 211 25
55-64 years 5.1 0.3 10.0 79 6.1 8.0 9.4
65+ years 5.5 42 8.1 3.4 5.2 8.4 6.7
Severe/Profound
0-14 years 9.1 45 13.6 4.2 35 38 56
15-21 years 17.2 8.0 15.7 126 113 9.2 12.3
22-39 years 54.1 - 52,8 40.3 57.0 58.7 48.4 53.9
40-54 yeare 12.3 23.3 11.0 18.0 . 17.7 23.0 17.8
55-64 years 35 76 9.3 55 ' 53 8.5 6.3
65+ yeans 37 28 9.9 16 3.6 7.1 4.3
Related Conditions Only
0-14 years 19.4 0.0 0.0 16.5 0.0 . 7.7
15-21 years 0.0 0.0 15.8 250 0.0 . 11.6
22-32 youars 504 15.0 79 427 0.0 . 247
40)-54 years 15.1 28.1 10.7 158 0.0 . 142
55-84 years 0.0 29.6 49.2 0.0 0.0 . 1.7
65+ years 15.1 26.2 16.4 0.0 100.0 - 20.0
Total MR and RC
0-14 years 70 20 7.7 43 34 3.5 4.6
15-21 years 121 8.2 122 125 10.1 8.2 10.8
22-39 years 529 51.3 M2 51.4 574 50.8 51.6
40-54 years 17.5 251 1?7 205 17.8 211 19.8
55-64 years 51 8.3 10.0 7.9 6.1 8.0 7.7
65+ years 55 4.2 8.1 34 5.2 8.4 55

Notes. Borderline/Mild/Moderate category includes 2.5% of estimated population which was reported to be mentally retarded,
but whoee level of retaidation was not reported. The “related conditions only® category is based on only 33 of 3,618 total
sample members.

Activities of Daily Living (ADLs)

Tables 18, 19 and 20 present estimates of the proportion of residents with mental retardation
and related conditions who were reported to be able to perform activities of daily living independently,
with special equipment, only with assistance or supervision from other persons, or not at all. Estimates
are presented by type of operation (Table 18), ICF-MR certification status (Table 19) and facility size
(Table 20).

Bathing/showering. An estimated 39.1% of persons with mental retardation and related
conditions in mental retardation facilities were reported to be a. ' to bathe or shower independently.
Large differences were noted within all three groupings of fu. *. The group of residents reported
as least likely to be able to bathe or shower independently wenv the residents of public institutions
(22.2%); most likely were the residents of small nonprofit facilities (63.2%). Subs’antial ditferences were
evident between large and small facilities generally (57.0% and 31.5%, respectively). Similar large
differences were noted between ICF-MR certified facilities (28.4%) and non-certified facilities (57.7%).
Generally the larger the facility, the smaller the proportion of its residents indicated as being able to
bathe or shower independently. The primary exception was among the very smaliest facilities (6 or
fewer residents), which had somewhat higher proportions ot dependent residents as indicated by all ADL
ratings (and related impairments) than did facilities of 7-15 residents.
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Dressing. An estimated 45.6% of residents with mental retardation and related conditions were -
reported to be able to dress themselves without assistance or supervision. Substantial differences were
noted in the proportion of residents in different types of facilities able to dress themseives independently.
Only 27.3% of residents of public institutions ware reported to dress with assistance, as compared with
67.7% of small nonprofit facility residents. Rates of independent dressing were much lower in ICFs-
MR than in non-certified facilities (36.2% versus 62.2%), but were not appreciably different between small
ICFs-MR and small non-certified group homes (61.8% and 63.1%, respectively). With the exception: of
the smallest facilities (6 or fewer residents), which had somewhat more impaired populations than the
7-15 resident group homes, as facility size increased reported independence in dressing decreased,
from 68.4% of residents of facilities with 7-15 residents to 25.9% of residents of facilities with 800 or
more residents.

Tolleting. Over two-thirds of the residents with mental retardation and related conditions were
reported to be able to use the toilet independently. Over half the residents of all types of facilties were
reported to be independent in toileting, ranging from 51,7% of public institution residents to 80.1% of
residents of small, private nonprofit group homes. The difference between ICFs-MR and noncertified
facilities in the proportion of residents independent in toileting was also substantial (59.1% and 83.7%).
However, no differences were noted between small ICFs-MR and small noncertified group homes (86.6%
and 85.7%, respectively). An estimated 9.4% of residents were reported to not use the toilet at all.
Proportions ranged from 16.1% of public institution residents to 1.2% of small, private nonprofit facility
residents. An estimated 2.1% of small facility and 12.5% of large facllity residents were reported not to
use the toilet, with the highest proportion in facilities of 300 or more residents (14.3%).

Getting In and out of bed. An estimated 80.3% of residents with mental retardation and related
conditions were reported to be able to get in and out of bed independently. Reported rates varied from
68.9% of public institution residents to 96.6% of small, private nonprofit facility residents, Three-quarters
(74.4%) of large facility residents and 84.0% of small facility residents were reported to be able to get
out of bed independently. While the proportion of all ICF-MR residents able to get out of bed
independently was consistently lower than the proportion of noncertified facility residents (74.3% and
90.7%, respectively), a slightly higher proportion of residents of small ICFs-MR than residents of small
noncertified group homes were reported to be abie to get out of bed independently (96.6% and 92.7%,
respectively). An estimated 4.6% of mental retardation facilities residents were reported to not assist
in getting themselves out of bed even with the support of another person or of equipment. The highest
proportion of the individuals who were reported to be totally dependent in getting out of bed was in
large public institutions (7.0%); the lowest proportion was in small private nonprofit facilities (.5%).

Feeding self. An estimated 77.2% of residents with mental retardation and related conditions
were reported able to feed themselves without assistance. Proportions of residents eating independently
ranged from 64.6% in state Institutions to 92.9% in small, private nonprofit facilities. Large facility
residents wure reported to be independent in eating considerably less often than were small facility
residents (71.5% and 80.7%, respectively). ICF-MR residents were considerably less often reported as
independent than were non-ICF-MR residents (70.1% and 89.5%, respectively), although little difference
was noted among residents of smal' ICF-MR and small non-ICF-MR facilities (88.9% and 91.8%). An
estimated 6.6% of mental retardation facility residents were reported to be unable to feed themselves
even with the supervision or assistance of another person or equipment. This group included 11.4%
of public institution residents, 9.2% of ICF-MR residents, and 8.9% of larger facility residents (i.e., 16 or
more residents;}, but only 1.3% of residents of facilities with 15 or fewer residents.

Walking across room. Most residents with mental retardation and related conditions were
reported to be able to walk across a room without physical assistance from other people or equipment.
Another 1.2% were reported able to do so with the aid of equipment, but without assistance from



another person. Ambulation with the assistance of another person (independent with or without
equipment) was reported for two-thirds (67.2%) of the residents of public institutions and 94.7% of the
residents of small, private nonprofit facilities. Residents of large facilities were much less likely to be
reported as ambulatory without personal assistance than were residents of small facilities (72.7% and
92.1%, respectively). Residents of ICFs-MR were less likely to be ambulatery than residents of
noncertified facilities (71.9% and 90.0%, respectively), except again that small ICF-MR and small
noncertified facility residents were reported to be very similar on this variable (93.9% and 91.2%,
respectively). The proportion of residents reported to be unable to walk across the room even with the
assistance of another person or equipment was highest among public institution residents (21.4%),
large facliity residents (17.5%), especially facilities of 76 or more residents (20.5%), and ICFs-MR (17.7%).
Proportions of these functionally nonambulatory residents were lowest among small facilities generally
(2.9%) and especially small ICF-MR certified facilities (1.3%).



Table 18: Activitles of Dally Living of Residents of Mental Rotardation Facllities by Facility Operation

Activity

Bathing ot

No diffioulty w/o help

Reoelved assistance or
supervision

Uses speclal equipment
/no other assistance

Dressing

No difficulty w/o help

Recelved assiet-.ico or
supervision

Uses special equipment
/no other asslstance

Using the Tollet
No difficulty w/o help

Recelved assistance or
supervision

Uses epeclal equipment
/no other asslietance

Old not do at all

Qetting In/Cut of Bed

No difficulty w/o help

Recelved assistance or
supervision

Uses speclal equipment
Ino other assistance

Did not do at all

Feeding Sell

No difflculty w/o help

Recelved assistance or
supervision

Uses speclal equipment
/no other assistance

Did not do at all

Walking Across Room
No difficulty w/e help

Recelved assistance or
supervision

Uses speclel equipment
/no other assistance

Did not do at ali

Faclity Operation
Private for Profit Private NonProfit Public All Faclliities

15-res. 16+ res. Total 15- res. 184 res. Totsl 15-re9. 16+ 100, Totel 15-108. 18+ res. Total
525 ase M“2 823 522 7.6 447 2.2 239 57.0 s 39.1
475 61.4 55.8 ar7 478 423 - 553 7.8 761 43.0 8.5 60.9
0.0 0.0 0.0 8| 0.0 0.0 0.0 0.0 0.0 0.0 0.0 0.0
58.3 50.9 53.1 /7.7 $9.0 637 571 273 206 626 30.4 456
435 49.1 46.8 323 40.8 362 421 727 70.4 372 613 54.3
0.2 0.0 0.1 0.0 0.2 0.1 08 0.0 0.2 02 0.0 0.1
818 708 738.0 90.1 75.9 835 79.8 51.7 53.9 88.0 60.4 68.1
183 20.2 18.8 8.4 18.9 13.2 125 32.2 30.6 1S 27.0 2.4
0.2 0.2 0.2 03 0.0 0.2 08 0.1 0.2 0.4 0.1 02
19 9.1 8.2 12 8.3 1 68 16.1 154 21 125 9.4
926 789 84.4 9668 86.3 819 85.9 68.9 70.2 94.0 74.4 80.3
82 14.2 10.9 28 116 68 9.5 240 2.9 4.7 19.5 15.4
00 2 9 B 0.0 0 0.0 0 0 0 9 8|
13 8.7 45 3 21 12 40 70 88 1.3 6.0 46
89.2 78.7 82.9 929 84.4 89.0 84.7 64.8 68.2 80.7 ns e
9.5 145 12.5 84 116 X 9.1 234 23 78 19.2 158
0.0 4 2 2 A 2 R ] 8 8 2 4 A
1.3 8.5 4.4 4 39 20 56 114 110 1.3 8.9 68
893 7.2 81.5 94.0 82.5 88.7 834 66.0 67.4 91.2 AR 77.3
5.7 8.5 7.4 39 8.4 5.0 8.5 113 1.1 5.0 9.8 8.4
1.0 1.2 1.1 0.7 18 12 19 1.2 13 09 13 1.2
4.0 141 10.0 1.5 9.2 8.0 8.3 214 203 2.9 17.5 13.2
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Table 19: Activities of Dally Living of Residents of Mental Rotardation Facliities by Certification Status

ICF-MR Certification Status
ICF-MR Certified Not Certified All Faclilties

Activity 15- res, 16+ ree. Total 13- res. 16+ ree. Totel 15- res, 16+ ros. Total

Bsthing or Showering

No difficulty w/o help 53.9 236 204 54.5 5890 57.7 57.0 s 3.1

Recelved assietance or 48.0 762 (AK-) “5s 431 423 430 6.5 0.9
supetvielon

Uses speclal equipment /no B 0.0 0 0.0 0.0 0.0 0.0 00 0.0
other sssistance

Dressing

No difficulty w/o help 81.F 316 3.2 631 81.1 622 626 304 45.0

Recelved assistance or 38.0 68.4 63.6 36.8 3s.7 ar.7 (. 2 615 543
supervision

Uses specla! equipment /no 2 0.0 0 R 2 2 0.2 0.0 0.1
other assistance

the Tollet

No difficully w/o help gs.s 84.2 59.1 85.7 81.2 83.7 88.0 604 68.1

Recelved assistance or 12.2 31.1 28.2 11.2 134 12.1 1.5 2710 224
supervision

Uses special equipment /no 2 A A 4 00 2 04 0.1 02
other assistance

Did not do at all 1.0 148 12.5 286 5.5 39 2.1 125 9.4

Qetting IfOut of Bed

No difficulty w/o help 08.6 703 743 2.7 88.2 90.7 94.0 744 80.3

Recelved assistance or 26 233 20.2 8.7 70 83 4.7 195 15.1
supervision

Uses special equipment /no 2 0 0 00 2 R 0 A A
other sesistance

Did no* do et all 8 8.4 55 16 408 29 13 6.0 46

Feeding Sel

No diffisulty wio help 889 68.8 70.1 91.8 88.9 89.5 90.7 7.5 772

Recelved assistance or 10.4 21.8 20.1 8.5 10.7 84 78 19.2 158
supe,vision

Uses speclal equlpraent /no .8 8 6 00 0.0 0.0 2 A A
other assistance

Did not do at all 2 10.8 9.2 1.9 24 2.1 1.3 8.9 6.6

Walking Across Room

No difficulty w/o help 92.06 66.4 705 90.3 87.7 89.2 91.2 714 77.3

Received asslstence or 4.7 114 10.4 5.2 44 49 5.0 9.8 c4
supervision

Uses special equipment /no 1.1 1.5 14 9 8 8 0.9 13 1.2
other assistance

Did not do at all 1.3 20.7 17.7 36 71 52 29 175 13.2

R 03

1');)



Table 20: Activities of Daily Living of Residents of Mental Retardation Facliities by Facliity Size

Number of Residents in Facliity

Activities 16 res. I1Sres.  1675res.  76:200 res.  300-799 res. 800+ res. Total
Bathing or Showering
No difficulty w/o heip 8501 62.3 481 305 211 26.4 39.1
Tl acelved assistance or

supervision 49.9 37.6 51.9 69.5 789 736 60.9
Uses special equipment/

no other assistance 0.0 A 0.9 0.0 0.0 0.0 n
Dressing
No difficulty w/o help 55.2 68.4 853 409 273 259 456
Recelved assistance or

supervision 448 Nsd 44.7 59.0 72.7 74.1 54.3
Uses special equipment/ .

no other assistance 2 2 0.0 2 0.0 0.0 A
Using the Tollet -
No difficulty wjo help 808 £0.0 750 50.4 50.6 57.8 68.1
Recelved assistance or

supervision 16.7 7.6 173 264 35.0 27.8 2.4
Uses special equipment/

no other assisiance 2 5 0.0 R 2 0.0 2
Did not do at ali 23 20 7.7 141 14.3 14.3 0.4
Getting In/Out of Bed
Mo difficulty w/o help 92.8 94.9 854 70.7 68.2 74.0 80.3
Received assietance or

supervision 56 4.0 11.8 211 246 18.3 1541
Uses speciel equipment/

no other assistance 0.0 A 2 0.0 R 0.0 Ja
Did not do at ali 17 1.0 27 8.2 6.1 1.7 4.6
Feeding Self
No difficuty w/o help 88.5 92.4 83.8 69.2 64.6 69.0 mne
Received assistance or

supetvision 9.8 6.3 113 200 24.6 18.3 158
Uses special eguipment/

no other assistance 3 Jq 3 4 5 8 4
Did not do at all 1.5 1.2 4.6 10.4 10.3 10.9 6.6
Walking Across Room '
No difficulty w/o help 89.1 82.8 822 68.6 65.7 70.3 773
Received assistance or

supervision 8.0 4.3 69 101 1.5 10.7 6.4
Uses special equipment/

no other assistance 8 1.0 14 11 1.9 0.0 1.2
Did not do at all 4.1 20 98 202 209 18.0 13.2

Instrumental Activities of Dally Living (IADLs)

Tables 21, 22 and 23 present estimates of the proportion of persons with mental retardation and
related conditions in mental retardation facilities who were reported to perform different instrumental
activities of daily living independently (with or without difficulty), with help, or not at all. Estimates are
presented by type of operation of facilities (Table 21), ICF-MR certification status (Table 22), and facility
size (Table 23).

Use of telephone. An estimated 25.8% of residents of mental retardation facilities were reported
to use a telephone independently. Another 25.5% were reported to use a telephone with assistance.




Independent telephone use was lower in larger facilities (16+ residents) than in smaller facilities (20.5%
and 38.5%, respectively). It was lowest in large public facilities (8.5%) and highest in smali, private for
profit facilities (42.3%). ICFs-MR had a much lower proportion of peoplo reported to use the telephone
independently than did non-certified facilities (15.6% and 41.6%, respectively), but no difference was
found between small ICFs-MR and small noncertified facilities (38.7% and 38.5%, respectively). An
estimated 48,7% of persons with mental retardation and related conditions were reported not to use a
telephone at all, even with *help of any kind." By far the largest proportion of persons never using the
telephone lived in large pubiic faciiities (73.9%); the smallest proportion lived in small, private nonprofit
facilities (23.9%). While a much larger proportion of ICF-MR residents were reported to never use a
telephone than residents of noncertified facilities (61.0% and 29.8%, respectively), the proportions were
essentially equal for small facilities with and without ICF-MR centification (28.8% and 27.7%, respectively).

Managing money. An estimated 11.4% of persons with mental retardation and related
conditions in mental retardation facilities were reported to manage their money (“such as keeping track
of expenses or paying bills") without assistance. Persons reported independent in managing their
money included 16.6% of smaller facility residents and 9.3% of residents of larger facilities (16+
residents). The smaliest proportion of residents independently managing their money was reported by
public institutions (5.1%); the largest was in small, for profit facilities (26.9%). An estimated 27.8% of
all residents were reported to manage money with assistance. Substantial differences were reported
between larger and smaller facilities (21.3% and 43.2%, respectively). An estimated 60.8% of residents
did not participate in money management activities. Large public facilities had the highest proportion
of residents who were not involved in either independent or assisted money management (81.2%), while
small private facilities had the lowest (38.9%). ICF-MR residents were much less likely than non-ICF-
MR facility residents to be involved in managing their own finances (70.8% and 45.5%, respectively),
atthough no differences were noted between small ICF-MR and small non-ICF-MR facilities (40.9% and
40.0%, respectively).

Shopping for personal items. An estimated 15.6% of residents of mental retardation facilities
were reparted to "shop for personal items such as toilet items or medicines® without help. Proportions
of people reported to shop for personal items independently ranged from 6.0% of residents of large
public facilities to 31.3% of residents of small for profit facilities. An sstimated 12.3% of all large facility
residents and 23.6% of all small facility residents were reported to be independent in this activity. ICF-
MR residents were considerably less likely to be independent in shopping for personal items than
residents of non-ICF-MR facilities (8.7% and 26.4%, respectively). An estimated 45.6% of all residents
of mental retardation facilities were reported not to engage in shopping for personal items at all, even
with assistance. Proportions of residents reported not to be involved in shopping for personal items
ranged from 69.1% of large government facility residents to 20.1% of small, private nonprofit residents.
Rates of independent and assisted involvement in shopping for persona! items were considerably higher
in private nonprofit facilities (75.7%), than in private for profit (63.7%), or publicly operated facilities
(34.1%). A much smaller proportion of ICF-MR resii.ants than non-ICF-MR residents were involved in
shopping for personal items independently or with assistance (42.7% and 72.4%, respectively).
However, no differenses were found between small ICFs-MR and small noncertified facilities in the
proportion of residents involved in shopping for personal items (76.3% and 75.6%, respectively).

Use of personal or public transportation. A substantial minority (17.3%) of residents of mental
retardation facilities were reported to be independent in getting around the community by using personal
or using public transportation. Presumably few sample members used personal transportation *to get
around the community,* but the use of personal and public transportation was combined in the NMES
instrument. Persons reported to use personal or public transportation to get around the community
included 12.8% of residents of larger facilities (16+ residents) and 28.0% of residents of small facilities.
Lowest rates of independent use of personal or public transportation to get around the community were
reported for residents of larger public facilities (5.8%); the highest rates were reported for resigents of
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small private for profit facilities. ICF-MR residents were much less likely to be able to use private or
public transportation independently than residents of non-certified facilities (9.3% and 29.6%,

respectively).

An estimated 37.8% of residents of mental retardation facilities were reported not to get around
the community *at all* with or without assistance by using personal or public transportation. The
highest proportion of these individuals were residents of public institutions (55.8%), the lowest
proportions were in small public facilities (10.1%) and small, private nonprofit facilities (15.2%). There
was a major difference in the proportion of residents of large (16+ residents) and small facilities who
got around the community by driving or using public transportation independently or with assistance
(46.1% and 17.9%, respectively). ICF-MR residents were much more likely than residents of noncertitied
facilities to not use private or public transportation to get around town either independently or with help
(48.0% and 22.0%, respectively). Differences between small ICFs-MR and non-ICFs-MR were negligible
(16.8% and 18.4%, respectively).

Notable differences were found among types of facilities in the extent to which assistance was
provided to residents who were not independent to enable them to use private or public transportation.
For example, of the residents of small for profit facilities who did not use private or pLJlic transportation
independently (65.1% of all residents), only 62.8% were provided assistance which permitted them to
engage in the activity. In contrast of the small private nonprofit facility residents who did not perform
the activity independently (75.1% of all residents), 79.9% received assistance which permitted them to
engage in the activity. Among small publicly operated facilities, 79.9% of residents did not perform the
activity independently, but 87.5% of these individuals were reported to receive assistance which
permitted them to engage in the activity.
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Table 21: Performance of instrumental Activities of Dally Living of Residents of Mental Retardation Facllities by Facliity Operation

Faclity Operation
Private for Profit Privete NonProfit Public All Facliities
ADL 15- res, 16+ res. Jotal 15 res 16+ ros, Total 15 res. 184 ree, Total  15- res, 16+ res. Total
Using Telephone
independent 423 ase 38.1 382 380 e 273 85 29 38s 208 258
With help 27.4 208 270 are 200 M3 s 176 186 334 2.1 285
Not ot alt 0.3 374 s 239 M4 20.4 1.2 739 ns 280 574 4.7
Managing Money
independent 269 189 208 9.4 110 10.1 17.3 8.1 60 1668 9.3 14
With help 338 305 3te §52.4 32.1 4.8 20.7 137 14.8 4.2 213 278
Nt st ali 396 8527 479 382 $6.9 483 53.1 61.2 79.2 40.3 69.4 60.6
for Personal

Rems
independent 31.3 188 2.3 18.2 231 203 24.8 8.0 74 23.6 123 15.8
With help 38.7 414 404 81.7 47.2 55.4 50.5 249 288 522 3a.1 38.7
Not at all 30.1 399 3.3 20.1 29.7 24.3 24.9 69.1 859 24.2 54,6 456

sl ot Public
Trans on
independent M9 222 208 249 21.2 2.3 20.1 5.8 3] 280 128 17.3
With help 40.9 423 41.8 60.0 48.1 540 69.9 38.4 £0.7 54.1 41.1 449
Not at all 24.2 358 314 15.2 0.7 20 10.1 55.8 525 17.9 46.1 376

Table 22; Performance of instrumental Activities of Dally Living of Residents
of Mental Retardation Facilities by Certification Status
ICF-MR Caortification Status
ICF-MR Certified Not Certified All Facliities

IADL 15- res, 16+ res. Total - 18- ree, 16+ res. Tolal 15- rec 16+ ros. Totel

sing Telephone
independent a7 11.4 158 385 449 416 s 208 258
With heip 326 21.7 224 s 23.1 . 288 k< §.] 22.1 255
Not at all 28.8 8.9 61.0 a7 320 29.8 28.0 574 48.7
Managing Money _
indepandent 128 8.4 LK) 184 19.5 189 16.6 9.3 114
With help 480 183 27 410 203 35.8 432 213 278
Not at all 409 78.2 708 400 51.2 458 40.3 69.4 60.8
Shopping for Personal fems
independent 203 6e 8.7 251 278 264 2368 123 156
With help 56.0 30.1 M0 50.5 41.3 48.0 52.2 3.1 387
Not at all 237 634 57.3 A A 30.0 27.6 24.2 54.6 45.6
Using Own ot Publlo
Transportation
independent 235 64 923 29.1 30.0 296 280 12.8 173
With help 57.7 399 427 828 442 485 54.1 411 449
Not at all 168 53.6 480 18.4 25.7 22.0 17.9 46.1 are
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Table 23: Performance of Instrumental Activities of Dally Living by Residents
of Menta! Retardation Faclitties by Facliity Size

Number of Residents In Facliity

lADL 1-6 res. 7-15 res. 16-75 res.  76-299 res.  300-799 res. 800+ res. Total
Using Telephone

independent 343 4.8 408 173 9.5 6.6 258
With help 308 3.3 254 258 14.6 26.6 25.5
Not at all 349 3.1 338 570 75.9 66.9 48.7
Managing Money

independ.nt 123 19.8 177 6.6 53 5.2 114
With help 379 470 30.6 248 10.7 19.0 278
Not ot all 49.8 334 51.8 68.6 83.9 758 60.8
Shopping for Personal Hems

independent 19.6 26.4 24.0 9.7 6.8 4.0 15.6
With heln 534 51.4 48.2 34.7 20.5 26.1 38.7
Not at all 270 2.2 278 85.6 727 69.8 45.6
Uses Own or Public

Transportation

independent 221 322 26.3 104 59 33 17.3
With help 56.1 52.7 48.3 40.7 33.2 43 449
Not at all 218 151 24.4 48.9 60.9 52.4 378

Disturbing Behavior and Moods

Tables 24, 25 and 26 present estimates of the proportion of residents with mental retardation
and related conditions exhibiting certain types of disturbing behavior *sometimes* or certain moods
*frequently. Estimates are presented by facility type (Table 24), ICF-MR certification status (Table
25), and facility size (Table 26). The statistics on disturbing behavior included all members of the
sampile. Questions regarding *moods® were not asked about residents with profound mental
retardation. Unfortunately, the absence of frequency and severity indicators for these behaviors and
moods makes interpretation of the statistics somewhat difficult.

Gets upset/yells. About half (51%) of residents were reported *sometimes® to get upset and
yell. Considerable consistency was noted across the different tacility types on this variable. An
estimated 49.6% of residents of small facilities and 51.6% of residents of large facilities exhibited
such behavior on occasion. Small ditferences were noted between ICF-MR residants and those of
noncertified facilities (53.6% versus 47.1%) and among faciltties of substantially different sizes (50.1%
in facilties of 6 or fewer residents and 56.4% in facilities with 800 or more residents).

Tries to hurt others. An estimated 28.5% of residents were reported to sometimes attempt
to hurt others physically. Again relatively consistent rates were reported across facility types.
Private facilities noted rates somewhat lower than public facilities (24.5% and 33.9%, respectively).
Large facilities noted rates somewhat higher than small facilities (29.9% and 25.2%). Higher
proportions of ICF-MR residents were reported to be aggressive toward others than were rssidents
of non-certified facilities (31.7% and 23.6%). Comparable statistics from a 1979 National Survey of
Residential Facilities (NSRF) indicated that 16.3% of 965 private facility residents and 30.3% of 953
public facility residents attempted to injure others (Hill, Bruininks, & Lakin, 1983).

Tries to hurt gelf. An estimated 22.4% of residents with mental retardation and related
conditions were reported "sometimes® to try to hurt themselves. The proportion of residents
attempting self-injury was somewhat higher in public facilities (28%) than in private facilities (20%).
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Differences between large and small facllties were reiatively small (23.6% and 19.4%, respectively).
Self-injurious behavior was reported to be more prevalent in ICFs-MR (25.5%) than in non-certified
facilities (17.6%). Comparable statistics on self-injury in the 1979 NSRF (asking whet er the
individual has a "problem® with self-injurious behavior) indicated episodes of self-injury among 22% of
the public facility sample and 11% of the private facility sample (H:l, Bruininks, & Lakin, 1983). The
proportional increase in prevalence of self-injury in private faclities s«~ms generally parallel with
widespread movement cf people with severe cognitive and bshavioral impairrents to community-
based facilities since 1979, with the reported prevalence of self-injury among sample members with
severe or profound mental retardation being 20% as compared with 17% for all other sample
members. The overall increase in reported self-injury between the 1979 survey and the 1987 NMES
was likely affected by the distinction between a *problem® with self-injury (as asked in the 1979
survey) and *sometimes exhibiting self injury* (as asked in NMES).

Steals from others. An estimated 15.7% of residents were reported to steal from others on
occasion. Reported rates showed considerable consistency across facility types and sizes. Among
large facilities, stealing was reported for 16% of residents as compared with 15% for small facility
residents. ICF-MR rates were 17%, as compared with 14% in noncertified facilities.

Exposes self/Has problem sexual behavior. An estimated 12.4% of residents were reported
to expose themselves or to exhibit other problem sexual behavior. While the proportion of residents
exhibiting such behavior was slightly higher in public than in private facilities (14.7% and 10.7%),
rates were very nearly the same in small and large facllities (12.1% and 12.5%). Slightly higher rates
were reported in ICFs-MR than in noncertified facilities (13.7% and 10.5%).

Gets lost/wanders. An estimated 14.4% of persons with mental retardation and related
conditions were reported to have problems with wandering and/or getting lost. Rates of reported
problems of this type were quite consistent across the various types and sizes of facilty. The lowest
reported rate was 11.1% in larger for profit facilities; the highest was 16.8% in large public
institutions.

Unable to avoid dangerous things/places. An estimated 23.6% of residents were judged
by careproviders to present problems because of their being unable to avoid dangerous things
and/or places. This type of *problem behavior* was directly related to severity of cognitive
impairment. Rates were higher in public institutions (31.8%), ICFs-MR (28.3%), and facilities with 300
or more residants (33.0%). Although there were differences between small =nd large facilities in this
reported problem (18.9% and 25.6%, respectively), the degree of difference, which might be
expected to be reflected in requirements for supervision, was not notably large. On the other hand,
different residential environments likely pose different amounts of *dangerous things and/or places*
for residents to avoid.

Cries for no apparent reason. An estimated 12.5% of residents with mental retardation and
related conditions were reported by careproviders to cry for long periods of time for no apparent
reason. Differences in rates reported across facility types and sizes were relatively small.

Moods

Frequently worried/apprehensive. An estimated 31.4% of persons with mild to severe
mental retardation or related conditions in maental retardation facilities were reported to be frequently
worried or apprehensive. Reported rates were generally quite similar across facility types and sizes,
although siightly higher among private facilities than public (32.7% and 28.0%). Estimated rates of
frequent worry and apprehension were also consistent across facilities of different sizes. The
notable exception was facllities with 800 or more residents, where the rate was less than one-hal
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those of other facilities. The low reported estimate of apprehension among residents of these
facilities may have been affected by the relatively small number of remaining sample members when .
residents with profound mental retardation (63% of the total) were excluded from the questions
regarding mood.

Frequently unresponsive or withdrawn. An estimated 18.5% of persons with mild to severe
mental retardation or related conditions in mental retardation facilities were judged by their
careproviders to be frequently unresponsive or withdrawn. Reported rates were generally similar
across facility types with the lowest rates reported in small nonprofit facilities (14.6%) and the highest
rates reported in public institutions (24.3%). Differences between ICFs-MR and other facilities were
small.

Frequently impatient or annoyed. An estimated 42.5% of persons with mild to severe
mental retardation or related conditions in mental retardation facilities were reported by their
careproviders to be frequently impatient or annoyed. Reported rates were highest for public
facilities, especially the large ones (50.7%). They were lowest in nonprofit facilities, especially the
small ones (34.6%).

Frequently suspicious. An estimated 20.3% of persons with mild to severe mental
retardation or related conditions were reported to frequently exhibit sense of suspicion. Reported
rates were highest in the for profit facilities (26.4%) and lowest in the private nonprofit faciltties
(14.2%). Rates for public faciiities (20.0%) were similar to the all facility average. Slightly higher
rates were reported in small non-ICF-MR facilities than in small ICFs-MR (20.6% and 16.2%,

respectively).
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Table 24: Parcentage of Residents of Mental Retardation Faocliities Exhibiting Disturbing Behavior or \Acods by Fecility Cperation

Facliity Operation
Privete for Profit___ Private NonProfit Public All Facliltios
15- res. 16+ res. Totel 15 res. 16+ 1ee. Total S- res. 16+ ros. Total 15-mee. 16+ res. Total

Disturbing Behavior
Gete upsetiyelie 50.9 46.0 47.8 48.1 810 49.4 524 54.5 54.3 498 51.6 51.0
Tries to hurt others

physicalty 227 22.1 23 242 298 208 385 336 339 232 29.9 8.8
Tries to hurt self

physically 175 188 163 19.8 208 20.2 244 284 28.1 19.4 236 24
Steais from others 128 16.5 151 168 11.8 143 15.8 17.2 17.0 18.0 16.0 15.7
Exposes celf/has

problem sexuai

behavior 12.0 10.6 111 109 9.3 102 178 145 14.7 1214 125 124
Gets lost/wanders 142 1.9 122 115 156 134 135 16.8 16.5 12.7 15.1 14.4
Unable to avold

dangeious

things/places 186 149 183 186 2.1 203 21.2 K] 31.0 18.9 256 286
Crias for long perlod

for no apperent

reason 137 11.2 121 11.7 138 12.7 15.6 124 128 129 123 12.5
Moods (excludes
persons with
profound mental
retardation)
Frequently worried/

apprehensive 329 333 33.2 338 209 322 248 285 2u.0 37 30.6 34
Frequently unrespon- ‘

sive/withdrawn 214 16.5 18.4 148 15.0 14.7 17.7 243 234 178 19.2 1.5
Frequently impa-

tisnt/annoyed 430 425 427 346 374 358 46.5 50.7 50.4 39.1 4“5 425
Frequently suspicious 238 283 264 16.5 1.2 142 174 204 20.0 19.3 209 203

Notes. For *disturbing behavior respondents were asked if the subjects ‘sometimes distus [respondent] or others by . . .* (items In Tuble). For *moods® respondents were
asked i the subjects were . . . .
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Table 28: Percentage of Residents of Mental Retardation Facilities Exhibiting Disturbing Behavior or Moods by Faclilty Certification Status

ICF-MR Certification Status

ICF-MR cettified Not Certified All Facllities
18- res. 18+ res, Jotal 15- ree. 16+ res. Total 15- res. 16+ res. Total

Disturbing Behavior
Gets upsetiyells 517 540 53.8 487 45.4 4741 496 51.6 51.0
Tries to huit others

physically 268 327 1.7 247 28 26 252 29.9 288
Tries to hurt selt physically 21.1 263 258 18.8 16.6 178 19.4 236 224
Steals from othere 189 17.2 17.0 147 12.9 138 15.0 16.0 157
Exposes self/has problam

sexual behavior 11.7 140 137 123 a8 10.5 121 125 124
Gets fost/wanders 14.1 18.5 18.1 124 1.4 1.7 12.7 15.1 14.4
Unable to avold dangerous

thinge/places 219 204 28.3 176 15.5 166 18.9 256 236
Cries for loug period for no

apparent reason 128 137 136 13.0 8.7 10.9 129 123 12.5
Moods (excludes persons
with_profound mentel
retardation)
Frequently worrled/

apprehensive 324 208 30.3 28 9 2.3 327 306 34
Frequently unrespon-

sive/withdrawn 15.5 202 19.1 18.3 17.7 18.0 17.5 19.2 188
Frequently Impae-

tient/annoyed 44.7 477 47.0 3.8 3.8 38.3 39.1 445 425
Frequently suspiclous 16.2 20.1 19.2 20.6 2.1 21.3 19.3 209 203

Notes. For "disturbing behavior respondents were asked H the subjects ‘sometimes disturb {respondent] or cthers by . . .* (tems in Table). For 'moods' respondents were
asked If the subjects were . . . .

6,

b
| RV




Table 26: Percentage of Resldents of Mental Retardation Facllities Exhlbiing Disturbing Behavior or Moods by Facilly Size

Number of Residents In Facility

1-6 res, 715 res. 16-75 res.  76-209 res.  300-799 res. 800+ res. Total
j n h

Gets upestiysile 50.1 49.3 48,6 50.9 536 56.4 51.0
Tries to hurt others

physically *8 271 26.0 30.6 323 3.2 28,5
Tries to hurt self

physically 215 17.7 17,6 231 291 253 24
Steals from others 13.3 164 139 16.5 162 202 15.7
Exposes seli/has problem

sexual behavior 141 10.6 8.0 13.6 127 2277 124
Gets lost/wanders 135 122 115 15.1 18.1 16.0 144
Unable to svoid il

dangerous things/

places PR 17.0 16.4 244 33.5 31.2 23.5
Cries for long period for

no apparent reason 146 116 98 16.0 105 156.2 12,8
Moods {excludes persons
with profound mental
fetardation)
Frequently worried/

apprehensive 28.0 358 30.1 33.3 328 13.0 314
Frequently unresponsive/

withdrawn 2.1 142 16.7 18.2 254 14.9 18.8
Frequently impatient/

annoyed 39.1 39.2 411 453 471 55.3 425
Frequently suspicious 18.0 202 205 23.8 19.8 140 20.3

Notes. For ‘disturbing behavior* respondents were asked if the subjects "sometimes disturb [respondent] or others by . . .*
(tems in Table). For "moods® respondents were asked if the subjects were . . . .

Medical Conditions by Age

Tables 27, 28 and 29 present estimates of the prevalence of certain medical conditions among
residents of mental retardation facilities. Estimates are presented by facility operation (Table 27), ICF-
MR certification status (Table 28), and facility size (Table 29). Because of the association of these
medical conditions with aging, separate estimates are presented for residents 54 years and younger and
55 years and older.

Comatose. None of the 3,618 members of the sampie was reported to be comatose.
Therefore, *comatose® was omitted from the following tabies.

Circulatory conditions. Circulatory conditions, including present diagnoses of high blood
pressure, hardening of arteries, or heart disease, or past occurrence of a stroke or heart attack, were
reported for an estimated " 1% of residents with mental retardation and related conditions. This overall
rate is considerably less than the rate of 20.8% obtained in the 1985 National Health Interview Survey
for the general population. As expected, circulatory conditions were considerably more common among
those 56 and older than among the younger residents (31.4% and 7.8%, respectively). Because mental
retardation tacilities house a lower proportion of older persons than are found generally in the population
(e.g., 5.5% of mental retardation facility residents compared to 11.5% of the general population are 65
years or older), the somewhat lower rate of circulatory disorders among mental retardation facility
residents might be expected. Rates of circulatory conditions were also somewhat higher for persons
in the smaller facilties. These differences were noted despite a slightly older population in the larger
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facilities. Circulatory conditions wers reported to be slightly more common among the population uf
community based facilities (those with 15 or fewar residents) than among the populations of larger
facilities for bath the 54 years and younger group of residents (9.3% and 7.2%) and for those 55 and
older (12.2% and 10.3%). Of all facilities those most likely to have residents with circulatory conditions
were the vary smallest, those with 6 or fewer residents (12.8% of residents). Facilitics with the highest
rates of circulatory conditions among residents 55 years and older (41%) were also the smallest facilities
(6 or fewer residents). An estimated 38.3% of residents 55 and older in institutions of 300 or more
residents were reported to have circulatory conditions. Circulatory conditions of residents were not
significantly associated with ICF-MR certification status of the facilities in which they lived.

Arthritis or rheumatism. An estimated 4.6% of residents of mentai retardation fa~.iities were
reported to have anthritis or rheumatism., This compares with an estimated 12% of the total U.S.
population reported to experience limitations from arthritis and rheumatism in the 1985 National Health
Interview Survey. The magnitude of this difference cannot be explained by the somewhat younger
population of mental retardation facilities than with the population as a whole. The estimated prevalence
of arthritis and rheumatism among persons 55 and younger In mental retardation facilities (2.2%) is less
than half of the estimated U.S. prevalence of arthritis and rheumatism in the U.S. population of persons
under 45 years (5.4%). It is likely that differences in reported prevaience were affected by the type of
responses gathered in the National Health Interview Survey (self-report with some *self-diagnosis* likely)
and the NMES (reports of care providers). As in the general population, within the NMES sample
arthritis and rheumatism were very highly related to age, 6 times as great among those 55 and older
than among those 54 and younger. The estimated prevaience of arthritis and rheumatism among
persons 55 years and older in mental retardation facilities (20%) was also lower than the estimated
25.5% reported for the general population 45 years and older in the National Health Interview Survey.
Some differances were noted in the prevalence of arthritis and rheuinatism for different sizes and types
of facilities, particularly among persons 55 ysars and older. Within the older age group, 31.4% of
people in facilities of 6 or fewer residents and 25.3% of those in tacilities of 15 and fewer residents were
reported to have arthritis ur rheumatism. This compared w*h 18% of older persons in facilities of 16
and more residents and only 15.3% In facilities of 76 or more residents. To some extent these
difterences were likely to be associated with the abiiity of residents to communicate about these
conditions, and, perhaps, the extent to which careproviders are able to identify and report the symptoms
of these conditions.

Diabetes. The estimated prevalence of diabetes among residents of mental retardation facilities
was 2.0%. This compares with the National Health Interview Survey estimate of 2.6% of the U.S.
population. However, there is a very high association of diabetes with aging {e.g., the rate among 18-
44 year olds is one-fifth the rate among 45-64 years and one-tenth the rate of people over 65), and the
difference in estimated prevalence between mental retardation facilities and the general population can
be attributed largely to the generally younger ages of mental retardation facility residents than members
of the general popu.ation. Beczuse of overall low rates of diabetes in the residential populations, cross
facility comparisons have lo'w precision of estimate. But in genwral, estimr*es showed consistency by
facility type, ICF-MR certification status and facility size.

Cancer. Cancer was rare among the residents of mental retardation facilities. Again, the small
number of individuals with cancer in the sampie limited the Lrecision of estimates across facility groups.
The NMES astimated “hat 1.2% of residents in mental retardation facilities have some form of cancer.
Estimated rates varied by age groupings from .4% of peicrns 54 and younger to 6.8% of persons 55
and older.

Frequent constipation. Frequent constipation was reported as a problem affecting 20.9% of

residents of mental retardation facilities. Unlike the other medical conditions discussed above, frequent
constipation was not associated with age. However, it is highly related to severity of mental impairment
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and more specificelly associated with compilications affecting amount of movement and the amount f
upright positioning and mobility. In addition, severe mental impairments are often associated with
neuromuscular disorders and abdominal muscle weaknesses which substantially contribute to
constipation. Other contributors to constipation are relatively low fluid intake and general diet.

The strong association between frequent constipation and severity of impairment, especially for
types or levels of impairment associated with restrictions in movensent and mobility, was evident in the
reportad chronic ~onstipation of people in different types of residential facilities. Chronic constipation
was noted for 31.6% of public institution residents and 30.6% of all public facility residents, which have
much higher proportions of residents with profound mental retardation and mobility impairments. Much
lower rates of chronic constipation were reported in private facility residents (15.4% private for profit and
10.6% of private nonprofit). Frequent constipation was noted for 26.4% of ICF-MR and 11.1% non-iCF-
MR facility residents. Reported rates of chronic constipation ranged from 11.5% of the resitents of small
mental retardation facilities (15 or fewer residents) to 32.1% in facilities of 300 or more residents.

Obesity. About 13.2% of residents in mental retardation facilities were reported to be obese
("being very overweight'). Similar rates were reported for facilities of different types of operation: 14.9%
in private for profit, 13.7% in private nonprofit and 12.0% in publicly oparated facilities. Small faciiities
(15 or fewer residents) reported lower rates of obesity cmong residents 55 years and older than did
larger facilities (12.7% # 1 17.3%, respectively). Residents in larger facilities who were 54 years or
younger had lower rates of obesity than did residents of smaller tacilities (11.7% and 15.4%). Smaller
ICFs-MR had considerably lower rates of obesity among their residents than smaller facilities without
certification (10.6% and 17.3%).
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Table 27: Percentage of Residents of Mental Retardation Facilities with Selected Medical Conditions/Allmerts by Fuclity Operetion

Faclity Operation
Privete for Profit Privete NonProfit Public Ali Facllities

15- res. 18+ ree. Total 5- ren 16+ res. Jotal  15- res. 16+ res, Yotal  15- res. 16+ ros. Total
54 Years and Younger
Clrculatory conditions 10.7 8.3 99 88 78 82 64 8.3 64 9.3 72 76
Arthritls or Rheumatism 17 20 18 24 3.1 27 3.3 20 21 23 22 22
Diabetes 0.5 17 1.2 22 16 1.9 29 09 11 18 12 14
Cancer 08 0.2 08 04 08 06 0.0 0.2 0.2 05 0.3 04
Frequent conetipation 124 1.7 135 85 131 10.6 218 Nz 30.9 11.2 251 209
Obesly 146 14.4 145 154 11.2 135 18.0 109 1.2 154 17 128
S Years and Oldes
Clreulatory conditions 4.7 e 3.0 326 160 258 0.9 2.4 323 334 0.6 4
Arthritls or Rheumatism N4 105 19.2 215 218 218 14.5 20.6 20.2 253 18.0 20.0
Diabetes 24 126 83 22 38 3.0 13.2 8.5 8.2 47 7.2 8.3
Cancer 48 20 3.2 39 47 43 7.0 10.4 10.1 wy 75 6.6
Frequent conetipation 116 17.0 147 106 10.7 107 289 285 280 14.2 23.2 207
Obestty 16.7 17.0 16.9 a 30.2 166 20.2 147 15.2 127 173 160
AN Residents
Circulatory conditions 151 132 140 108 LX) 0.6 12.4 9.9 101 ‘2 103 109
Arthritls or Rheumatism 74 34 49 38 47 42 53 46 47 5.1 44 46
Diabetes 0.9 e 25 22 16 20 47 1.8 18 20 20 20
Cancer 16 05 1.0 06 11 0.9 12 168 16 1.0 1.3 12
Frequent constipation 122 170 154 8.7 129 10.8 29 33 30.0 118 248 209
Obesky 15.0 149 149 145 129 137 18.4 14 120 15.4 124 132

Notes. Entrles are percent of residents within each group who have selected mecical conditions/allments. Columns do not add up to 100% because some residents had more
than one condition and some had none. “Clrculatory conditions® includes present high blood pressure, hardening of the arteries or heart disease or past stroke or heart attack.




Table 26: | ercentage of Residents of Mental Retardation Facliities with
Selected hiedical Conditions/Aliments by Facilty Certification Status

ICF-MR Certification Status
ICF-MR Certified Not Certified All Faciilties

15- re8. 16+ tes, Total 15- res. 16+ res. Total 15- res. 16+ tes. Total
84 Yeans end Younger
Circulatoty conditions 88 89 7.1 9.7 8.0 8.9 9.3 12 78
Arthritls or Rheumatism 12 ‘ 1.8 28 34 a 23 22 22
Diabetes 1.7 1.1 12 18 18 1.7 1.8 1.2 1.4
Cancer 8 2 3 A 7 5 0.5 03 04
Frequent constipation 118 294 206 11.0 107 109 112 25.1 209
Obesity AR 118 11.4 17.5 122 152 15.4 11.7 128
55 Years and Older
Clrculatory conditions 35.9 3.3 335 27 212 274 334 0.6 4
Arthritls or Rheumatism 203 195 207 229 124 18.8 253 18.0 200
Diabetes 49 68 65 as 85 8.0 42 72 6.3
Cancer 108 78 8.2 23 64 42 4.9 75 (1]
Frequent constipation 13.1 270 25.2 146 102 126 142 23.2 207
Obeslty 87 18.0 16.5 15.4 149 152 127 173 16.0
Al Residents
Circulatoty conditions 11.5 10.5 10.7 126 98 113 12.2 10.3 109
Arthritis or Rheumatism 43 43 43 585 46 5.1 5.1 44 40
Diabaetes 21 19 1.9 20 24 22 20 20 20
Cancer 1.9 1.2 1.3 0.6 1.4 1.0 1.0 13 1.2
Frequent constipation 1.7 29.1 264 1.5 10.6 1.1 1.5 248 209
Obesity 106 124 121 17.3 126 152 15.1 124 13.2

Notes. Entries are percent of residents within each group who have selected medical conditions/aliments. Columns do not add up to 100% because some residents had more
than one condition and some had none. ‘Circulatory conditions® inciudes present high blood pressure, hardening of the arteries or heart diseass or past stroke or heart attack.
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Table 29: Percantage of Residents of Mental Retardation Faocllities
with Selected Medica!l Conditions/Allments by Facil”, Size

Number of Residents In Facllty

1.6 res. 7-15 res. 16-75 10s. 76299 ..¢  300-799 res. 800+ res. Jotal
54 Years and Younger o
Circulatory condiitions 9.2 9.3 77 e 6.8 49 78
Arthritis or Rheumatiam 27 1.9 29 22 2.2 9 2.2
Diabetes 10 23 20 1.1 8 1.2 14
Canoer 4 4 0.0 8 4 8 g )
Frequent constipation 1.4 1.2 12¢ 224 M3 278 209
Obeesity 176 13.7 125 105 13.0 85 128
55 Years and Older
Circulstory conditions 41.0 288 238 274 . 367 416 31.4
Arthritis or Rheumatiem 314 AR 2.1 117 12.0 292 20.0
Diabetes 7.2 23 8.1 8.3 6.2 48 63
Canosr 6.5 39 5.1 85 - 11.3 75 68
Frequent constipation 21.3 9.9 20.2 21.3 7.2 26.4 20.7
Obesity 173 10.0 219 14.7 3.8 174 16.0
All Residents
Circulastory conditions 126 11.9 106 1014 102 109 109
Arthritis or Rheumatism 58 4.6 6.5 3.2 33 5.5 46
Diabetes 17 23 3.1 18 14 18 20
Cancer 13 k) 9 14 1.3 17 1.2
Frequent constipation 122 11.0 14.2 2.1 335 215 20.9
Obeaity 1758 132 142 110 13.14 100 13.2

Notes. Entries are percent of residents within each group who have selected medical conditions/aiiments. Columns do not add
up to 100% because some residents had more than one condition and some had none. *Circulatory conditions® includes present
high blood pressure, hardening of the arteries or heart disease or past stroke or heart attack.

Use of Special Equipment and Devices

Tables 30, 31 and 32 present estimates of the use of various kinds of special equipment and
devices by residents of mental retardation faciities. Estimates are provided for type of facility operation
(Table 30), ICF-MR certification status (Table 31), and facility size (Table 32).

Corrective lenses. An estimated 30.7% of residents of mental retardation facilities wore
corrective lenses. Very substantial differences were noted between large and small faciiities in the
proportion of residents wearing corrective lenses (24.8% and 45.2%, respectively). Corrective lenses
were ieast commonly worn by residents of large public facilities (15.8%). They were wormn by 35.8% of
large private facliity residents. and 45.4% of small private faciliy residents. ICF-MR residents were
considerably less likely than noncertified facility residents to wear lenses (23.5% and 41.6%).

Hearing aids. Hearing aids were worn by only an estimated 3.6% of residents of mental
retardation facilities. They were more often wom by resic'ents of small facilities (6.4%) than large
facilities (2.5%).

Special underwear or diapers. An estimated 15.5% of residents of mental retardation facilities
wore special underwear or diapers. Use was considerably higher among large facility residents (19.2%)
than small facility residents (6.5%). Use was highest among public institution residents (23.9%) and
lowest among residents of small, private nonprofit facilties (4.1%). An estimated 18.7% of ICF-MR
residents and 9.2% of residents of noncertified facilities wore special underwear or diapers.

50 .
74



Wheelchair. An estimated 17.9% of all residents used wheelchairs. Use varied from 23.1% of
rasidents in large facilities (29.8% in ilarge public facilities) to 5.0% of residents in small facilities (3.6%
in small private nenprofit facilities). ICF-MR residents were more likely to use wheelchairs (24.5%) than
residents of noncantified facilities (7.9%), but residents of small ICF-MR facilities were less likely to use
wheelchairs than residents of other small facilities (3.3% and 5.8%).

Walker, cane or crutches. An estimated 4.5% of residents of mental retardation facilities used
walkers, canes or crutches to aid them in walking. No substantial differences were noted by type or
size of facility, atthough small private for profit facilities did have higher utilization rates than other small
facilities (5.7% and 2.8%). Llarge, private non-profit facilities had rates of utilization higher than other
large facilities (6.4% and 4.5%). No differences were noted by ICF-MR status.

Special dishes, cups, or utenslls. An estimated 14.7% ¢ persons with mental retardation and
related conditions used adapted dishes, cups and/or utensils t0 aid them in feeding thernselves.
Persons in large facilities were considerably more likely than persons in small facilities to use adaptive
utensils for eating (18.3% and 5.9%). Persons in large public institutions were most likely to use
adaptive utensils for eating (24.0%). ICF-MR residents were considerably more likely to be provided with
special dishes, cups, and utensils than residents of noncertified facilities (20.2% and 6.3%).

Machanical devices for eating. Mechanical devises to assist residents with eating were rarely
used. Only an estimated 1.1% of residents were provided with such aquipment.

Velcro fasteners or snaps for clothing. Velcro fasteners and snaps as an adaptation for
persons who have difficulty with buttons and zippers were provided for an estimated 12.4% oi residents
of mental retardaiion facilities. These adaptations were most likely to be usad in public facilities (17.9%),
especially large public facilities (18.3%), and ICF-MR certified facilities (15.8%).

Symbol systems/communication boards. Symbol systems or communication boards were used
as the primary means of communication by only 1.0% of residents. (Information was not gathered on
the use of communication systems as supplements to primary use of spoken or signed language). Use
of these altemative communication methods was similarly iow among different categories ¢f facilities,

ranging from 1.3% in large facilities to 0.4% in small facilities, with no appreciable differeiice: y type
of facility.

Shower seats or tub stools. An estimated 14.7% of persons with mental retardatiors and related
conditions used seats or stoois for bathing/showering. Such devices were inore commonly provided
in large faciities than small (18.0% and 6.6%, respectively). They were most commonly used by
residents of large public tacilities (21.7%).

Portable toilsts. Portable toilets were not ‘requently used by residents of mental retardation
facilities (3.2%). They were more commonly useZ for residents of larpe facilitias (4.2%), including 5.4%
of residerts of large public facilities and 5.1% of residents of large ICFs-MR. Fortable toilets were used
by only an estimated .5% of residents of small private facilities.

Urinary catheter. Urinary caiiwtaye we. 3 rarely used by the residents of mental retardation
facilities (1.0%). Estimated use was 1.4% or lower in each of the different sizes and types of facilities,
except in public institutions with 800 or more residents (2.2%).

Colostomy bag. Colostomy bags were very rarely used by raesidents of mental retardation

facilities. Only .3% of residents were estimated to use colostomy bags, with no significant differences
noted among facility types or sizes.
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Table 30: Percentage of Residonts of Meital Retardstion Facliities
Using Various Typee of Speclal Equipment and Devices of Facllity Operation

Fachity Gparation
Private for Profit Privete NonProfit Publle Ali Fagllities

Equipment/Devices 18- re0. 16+ res. Total 15 res, 164 ten. Total 18- vou. 18+ _res. Total 15 res. 16+ res. Total

Corrective lanses 453 358 39.2 455 389 4.0 4.4 158 A 452 248 N7

Hoaring ald 55 20 a7 6.6 30 4.9 853 23 27 8.4 2.5 36

Speclal underwear or

diapers 8.0 14.9 124 4.1 1.3 75 120 239 23.0 65 19.2 188

Wheelchalr 8.1 163 123 K] 128 & 0.8 258 263 8.0 234 T8

Walker, cane or

crutchos 8.7 8.1 8.3 28 6.4 4.8 28 4.1 40 39 438 4.5

Speclal dishes, cups,

utensiie 55 124 9.9 3s 0.7 853 172 240 235 59 18.3 14.7

Mechanice! devices for

eating A 9 06 0.0 1.3 ¥ 0.0 1.7 16 A 15 i.§

Velcro fasteners of

anaps 6.4 5.9 8.1 19 14.1 15.8 138 18.3 179 8.0 142 124

Symboi eystem/

2ommuniction board

as primury meane of

communication 0.0 16 1.0 .} 1.6 7 1.3 1.2 1.8 4 7.3 1.0

Shawer seat of tub

8100’ 8.8 165 14.0 5.2 9.2 A 3.1 .7 2.2 8.8 i8.0 14.7

Puriable tollet 6 4.1 28 4 B 8 2.7 5.4 52 4 4.2 22

Urinary catheter A 1.3 9 9 1.2 1.0 Q.0 1.4 1.1 5 1.2 1.0

Colostomy bag A 7 5 3 oo ) 0.0 2 2 2 3 3




Table 31: Percentage of Residents of Mentai Ratardation Facliities
Using Various Types of Spacial Equipment and Devices by ICF-MR Certification Status

ICF-MR Cartification Status

ICF-MR Cortified Noi Certified All Facilities
Equipment/Devices 15- res. 16+ res. Totel 15- res. 16+ res. Yotal 15- res. 164 res. Total
Corrective lensss 421 20.3 238 48.7 384 1.6 452 248 0.7
Hearing ald 74 26 a3 8.1 22 4.2 64 25 e
Speclal underwear or |
diapere 46 23 127 63 1.1 9.2 6.5 19.2 15.5
Wheelchalr 33 28.1 245 5.6 10.0 79 5.0 231 17.9
Walker, cana or crutches 36 48 46 40 4.8 44 39 48 45
Special dishes, cups,
utenslis 77 224 202 5.1 75 6.3 5.9 18.3 147
Mechanical devices for
eating 0.0 19 16 A 4 3 A 15 1.1
Velcro fasteners or snaps 70 17.3 15.3 85 6.2 74 8.0 14.2 124
Symbeol system
/communication board as
primary means of
communication 4 16 1.4 4 3 4 4 13 1.0
Shower seat or tub stool 8.4 21.2 18.8 72 9.7 8.4 68 180 14.7
Portable toilet L] 5.1 45 8 1.9 13 7 42 3.2
Utlnary catheter N4 1.4 13 4 0 5 5 1.2 1.0
Colostomy bag 2 4 3 2 2 2 2 3 3
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Table 32: Percentage of Residents of Menial Retardation Facllities
Using Various Types of Spocial Equipment and Devioss by Faciilty Size

Number of Residents in Facility

Equipment/Devices 1.6 res. I-15res.  16:75res.  76:209 res.  300-790 res. 800+ res. Total
Corrective lences 40.7 488 39.0 245 14.8 14.4 30.7
Hearing akd 6.8 6.2 27 22 1.7 5.2 3.6
Special underwear or

diapers 114 29 131 20.7 2.6 18.9 185
Wheslichair 73 3.3 12.5 26.6 30.1 285 17.8
Walker, cane or crutches 5.9 -3 6.6 4.3 45 1.5 45
Special dishes, cups, ‘

utensils 64 5.5 109 18.0 25.5 184 14.7
Mechanical devices for

eating 9 0.0 8 1.9 1.8 11 14
Vslcro fastenars or shaps 8.1 8.0 7.0 16.5 158.7 249 2.4
Symbol systeny/

communication board as

primary means of

communication 5 4 9 1.8 ] 22 1.0
Shower seat or tub stool 75 59 1214 238 17.8 19.6 14.7
Portable tollet K] g 25 49 5.1 4.9 3.2
Urinary catheter S S 1.0 12 1.0 22 1.0
Colostomy bag 0.0 3 7 A 2 0.0 3

Employment Status and Wages

Tables 33, 34, and 35 present estimates of the percentages of residents of mental retardation
facilities working for pay, their place of employment and their average hourly wages. These tables
include estimates only for residents 18 years or older. Estimates are provided for residents by type of
operation of the facility (Table 33), ICF-MR status (Table 34), and facility size (Table 35).

Works for pay. An estimated 38.8% of persons with mental retardation and related conditions
living in mental retardation facilities were employed for pay. Proportions of residents employed for pay
ranged from 59.6% of residents of small facilities, including 74.4% of small, private nonprofit facility
residents, to 30.2% of large facility residents, including 25.4% of large public facility residents. ICF-MR
residents were much less likely to have paid work than residents of non-certified facilities (32.1% and
49.1%, respectively), although the proportion of small ICF-MR and small non-ICF-MR residents with paid
employment was essentially the same (60.6% and 59.2%).

Location of employment. An estimated 26.3% of residents of mental retardation facilties
worked for pay off the grounds of the residential facility in which they lived. This represented 67.8%
of all employed residents. Major differences were noted among facility types in location of employment,
with 92.6% of small facility paid workers being employed away from the facility as compared with 47.7%
of paid workers living in large facilities. ICF-MR residents with paid jobs were much less likely to have
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jobs away from the residence than were residents of noncertified facilties (50.8% and 85.1%,
respectively). Not only were residents of institutions with 300 or more residents least likely to have a
paid job (25.6%), but only an estimated 4% had a paid job away from the residential facility.

Type of employment. Sheltered workshops were the primary. source of employm.ant for
residents of mental retardation facilities. An estimated 29.8% of mental retardation facility residents
worked in sheltered workshops. This represented an estimated 76.8% of all residents working for pay.
Although, as nuted above, the different types of facility differed greatly in the proportion of their adult
residents working in any type of setting for pay, the proportion of all workers who were employed in
sheltered workshop settings was fairly consistent across facilities, with between 67% and 87% of
employed residents employed by sheltered workshops. Only 3.0% of all residents (7.7% of employed
residents) were in supported work programs, and even fewer (1.4%) were in competitive employment
settings. Residents of small public facilities and nonprofit facilties of all sizes were most likely to be
in supported or competitive employment (8.4% and 7.3%, respectively). Work for pay other than
sheltered, supported or competitive employment, most frequently *in facility* work of various types, was
reported for 4.8% of residents and was most common for private nonprofit facility residents (8.1%).

Work with nonhandicapped people. A very small proportion of residents of mental retardation
facilities worked with persons who are not handicapped (7.1% of all residents and 18.3% of employed
residents). A higher proportion of small facility residents worked with nonhandicapped persons than
did large facllity residents (10.9% and 5.6%, respectively). Only an estimated 18% of paid workers from
both large and small facilities were employed in settings that also had nonhandicapped workers  Of
all facility types, small ICFs-MR had the highest percentage of all residents (15.8%) and the highe:t
proportion of employed residents (26.1%) in integrated employment settings.

Hourly wages. The estimated average hourly wage for paid workers liviag in mental retardation
facilities was $1.25 per hour. (Unfortunately NMES did not request information on total hours worked
50 as to permit estimations of total income from work.) Average wages varied relatively little by size of
the residence in which people lived, with empioyed residents of small facilities averaging $1.29 per hour
and employed residents of large facilities averaging $1.21 per hour. Considerable variability was noted
in the average hourly wages of workers living in various types of facilities (from $1.02 for public
institution residents to $1.48 for residents of large private facilities). ICF-MR residents with jobs averaged
$1.16 per hour a8 compared with an average of $1.34 tor rasidents of noncertified facilities. Of course,
two of the major tactors in the earnings of persons sampled are capacity for productivity and provision
of opportunity to work for pay. These two factors did not appear to be equally distributed among the
various types of residential facilities.

While there is not consistent assnciation botween wages and type of residence, there was a
strong association between wages and type of employment. People in sheltered work averaged $1.02
per hour and had the kowest average pay of all types of workers in all sizes and types of facilities
studied. Sheltered workshop wages averagied $1.06 per hour in small facilities and $.98 per hour in
large facilitias. People in nonsheltered work arrangements earned considerably more than th= .ieltered
workshop employees, but because sheltered work was by far the most frequently used t - of work
(67.8% of workers), workshop wages were tha primary factor in the low average wages of people with
mental retardation and related conditions in mental retardation facilities. People invoived in supponed
employment averaged $2.15 per hour ($2.21 in small facilities and $2.09 in large facilities). Average
wages in supported employ:mant were between average wages received for sheltered employment and
competitive employment for people living in all types and sizes of facilities. The average hourly wage
for persons in competitive amployment was $3.87 per hour ($3.77 for small facility residents and $3.83
for large facility residents). (n addition an average of $1.35 per hour was derived from the *other*
employment arrangements noted for about 4.8% of residents. Most of the persons with *other* paid jobs
had "in facility® jobs.
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Table 33: Employment Status of Adult Residents of Mental Retardation Facllities by Facliity Operation

Works for Pay
In facliity

Awaey from facility
Total

.8 of Employment
Sheltered employment

Supporteditransitional
employment

Competitive
smployment

Other

Total

Worke with Nonhandi-
capped People

Hourly Wages by Type
Sheltered empl-: ment

Supported/transitional

Competitive
employment

Other

Average hourly wage

Fecility Operation
Private for Profit Private NonProfit Public All Facilities

15- ros. 16+ res. Total 15- res. 16+ res. Totel 15- res. 16+ ree, Total 15 res. 16+ res. Total
09 32 23 72 204 13.0 23 204 19.0 44 15.8 128
LA 258 309 er.2 8.0 50.0 46.9 5.0 8.0 55.2 14.4 253
410 288 3.2 74.4 48.4 6830 49.2 254 27.0 39.6 30.2 38.8
5.8 29 1.5 60.3 2.4 47.8 40.3 18.3 199 493 21.8 208
28 1.0 1.6 4.4 48 48 8.4 25 3.0 4.3 28 3.0
1.1 23 1.8 24 32 27 00 0.2 0.2 17 12 14
17 29 24 17 6.3 8.1 0.6 44 42 48 49 48
412 20.1 333 748 48.5 83.3 49.3 25.4 273 60.1 30.4 39.0
106 8.2 74 126 9.4 11.2 27 4.6 45 109 5.6 A
1.20 1.02 1.18 0.67 0.95 089 1.64 0.97 1.09 1.08 0.98 1.02
2,16 i 2.58 229 285 242 194 1.65 170 221 2,09 215
243 343 3.13 132 4.27 427 . 5.0u 5.00 3.77 383 387
1.60 0.81 1.06 1.86 1.81 1.81 . 0.71 0.7 1.68 112 1.35
1.37 1.19 1.33 117 1.28 1.28 1.69 1.02 1.13 1.29 1.21 1.25

Notes., Table includes only residents age 18 or older. Total by ‘Type of Employment' may not equal tote! "Works for Pay* because of varylng item response rates. A *.*

denotes misaing data.
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Table 34: Employment Status of Adult Resldents of Mental Retardation Facllities by ICF-MR Certifloation Status

ICF-MR Ceriification Status

ICF-MH certified f Not Certifled All Facliities
18- res. 18+ res. Total 15- res, 16+ ree, Totel 15- res. 16+ res. Total

Works for Pay
in facllity 8.0 17.2 150 27 121 7.3 44 158 125
Away from faclilty 526 9.7 18.3 55.8 2688 4“8 55.2 14.4 26.3
Total 60.8 26.9 2.1 59.2 38.9 49.1 ' 59.6 0.2 389
Type of Employment
Sheltered employment 47.9 19.9 242 50.0 287 38.6 49.3 218 2908
Supported/ransitional

employment 58 21 26 35 36 s 43 25 30
Competitive employment 16 0.6 0.8 1.7 29 23 1.7 12 14
Other 58 45 47 44 5.8 5.1 48 49 4.8
Total 60.8 /N 3R.3 59.6 39.0 49.8 €0.1 304 38.9
Works with Nonhandicapped
Paople 15.8 40 8.3 8.6 8.1 8.4 10.9 58 74
Hourly Wages by Type
Sheitered employment 1.12 097 1.03 1.03 0.99 1.01 1.08 0.98 1.02
Supported/transitional 1.48 1.70 1.60 248 254 263 221 209 215
Competiitve employment 364 5.91 467 3.82 3.32 3.52 . .77 383 3.07
Other 248 0.53 0.80 1.53 230 1.94 1.68 1.12 138
Average hourly wage 1.62 1.05 1.18 1.23 1.53 1.34 1.29 1.21 1.25

Notes. Tabls Includes only residents age 18 or older. Total by “Type of Employment’ may nct equal total “Works for Pay* because of varying em response rates.
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Tabiv 35: Employment Status of Adult Residents of Mentsl Retardation Facllities by Facility Size

Number of Residents in Facility

1-6 res. 715 res. 1675 res.  76-299 res.  300-799 res. 800+ res. Total
in {acility 4.4 43 67 158 208 258 125
Away from facillty 48.0 60.4 30.2 144 3.8 29 26.3
Total 52.4 64.7 36.9 30.2 24.6 28.7 388
Type of Empioyment
Sheltered employment 44.0 852.5 {8 211 19.6 15.2 29.8
Supported/transitional 3.0 5.2 2.1 31 22 29 3.0
Compaetitive employment 1.7 16 25 13 3 6 1.4
Other as 56 53 5.1 27 0.9 48
Total 53.1 64.9 37.0 306 24.8 286 39.0
Works with 6.3 141 6.2 64 3.4 87 74
Nonhandi P
Hourly W\
Sheltered employment 1.19 099 1.18 0.84 0.78 0.99 1.02
Supported/transitional 218 223 263 217 248 1.67 215
Compstitive employment 209 439 3.7 543 3.00 5.00 3.07
Other 375 1.18 1.70 on 1.01 0.59 1.35
Average hourly wage 1.47 1.19 1.48 1.16 0.68 1.01 1.25

Notes. Table includes only residents age 18 or oider. Total by type of employment may not equal total employed because of
varying tem response rates,

Characteristics by Level of Mental Retardation

Table 36 presents estimates of selected characteristics of residents with mental retardation
and related conditions in mental retardation facilities by their reported level of retardation or for those
residents reported to have *related conditions® only.

Activities of Dally Living

Statistics on independent performance of selected activities of daily living showed clear and
expected associations with level of mental retardation. Among persons with borderline/mild,
moderate and severe mental retardation there were progressive decreases in the proportion of
residents reported to be independent in performance of activities of daily living as the reported
severity of cognitive impairment increased. But among people with profound mental retardation,
there was much less independence reported in key activities of daily living than among people with
severe memntal retardation. With respect to the proportion independently performing key activities of
dally living, persons with related conditions only (i.e., raported not to be mentally retarded) tended
as & group to have reported levels of independence which averaged in the range between people
with moderate and people with severe mental retardation. However, it shouid be noted that this
group represented only about 1% of the sample (33 sample members) and these estimates have
limited reliability.

There was a notable magnitude of the difference between residents with mild/borderliru
mental retardation and profound mental retardation in ability to perform basic self-care tasks
independently. An estimated 79.5% c¢f the former, but only 6.5% of the Iatter were reported to be
able to bathe independently; 85% of the former, but only 8% of the latter were reported to be able
to dress themselves independently. Clearly the strong association between the residents’ degree of
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mental retardation and their abilities to perform activities of daily living independently was a primary
factor in the differences among facilities in residents’ levels of independence (see Tables 18-23).

Use of Special Equipment

Of the estimated 19.0% of residents of mental retardation facilities using wheelchairs, most,
were profoundly retarded. The 39,1% of persons with profound mental retardation living in mental
ratardation facilities made up 75.6% of ail mental retardation facility residents using wheeichairs.
Very small proportions of residents required catheterization (.9%), with no appreciable difforence by
level of retardation. Very small proportions of residents used symbol systems or communication
boards as their ugsual means of communication (1.1%). The estimated percentage of sample
members with related conditions but not mental retardation using such devices (3.6%) was slightly
higher than the percentage for persons with mental retardation, but this difference was not
statistically significant.

Special Conditions

Epllepsy. An estimated 29.9% of persons with mental retardation and related conditions in
mental retardation facilities were reported to have epilepsy. The prevaience of epilepsy was strongly
associated with residents’ level of retardation, occurring in an estimated 15.5% of residents with
"mild/borderline mental retardation, 21.5% of parsons with moderate mental retardation, 26.7% of
persons with moderate mental retardation, and 43.2% of persons with profound mental retardation.
About two-thirds (67.0%) of the small number of mental retardation facility residents with related
conditions only (i.e., not mental retardation) had epilepsy.

Cerebral palsy. An estimated 11.9% of persons with mental retardation and related
conditions in mental retardation facilities were reported to have cerebral palsy. The prevalence of
cerebral palsy was also substantially related with level of mental retardation, being reported for only
6.0% of residents with mild or moderate mental retardation, but 9.3% of residents with severe mental
retardation and 19.5% of residents with profound mental retardation. About a quarter (25.6%) of the
residents who were reported to have related conditions only had cerebral palsy.

Autism. An estimated 3.6% of the people with mental retardation and related conditions
living in mental retardation facilities were indicated to have autism recorded in their medical records.
This condition was most commonly recorded for persons with related conditions but not mental
retardation (10.6%) and persons who were reported to be sevarely mentally retarded (5.7%). The
lack of a higher recorded prevalence of ‘autism® ameng persons with profound mental retardation
may derive from respondents attributing centain autistic-like behavior among persons with profound
mental retardation (e.g., self-stimulation or detachment from other people) to the individual's
profound mental retardation rather than to the condition of *autism® per se.

Blindness. An estirnated 4.4% of persons with mental retardation and related conditions in
mental retardation facilities ware totally blind. Although relatively rare overall, blindness was
associated with the level of mental retardation recorded in the medical records of sample members.
While only 1.1% of persons with mild or moderate mental retardation and 2.5% of persons with
severe mental retardation were reported to be blind, 9.5% of persons with profound mental
retardation were reported to be blind.

Deafness. Only an estimated 1.7% of residents of mental retardation facilities were reported
to be completely deaf. Deafness was not associated with level of mental retardation.
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Circulatory conditions. An estimated 10.8% of residents of mental retardation facilities have
circulatoiy sysiem conditions. There is a small association of these conditions with thz less severe -
levels of mental retardation. This relates to the strong association between circulatory system
conditions and older age, and the lower proportions of persons with profound mental retardation
among oider residents.

Problem Behavior

Hurting others. An estimated 30.3% of mental retardation facility residents were rgported to
on occasion attempt to hurt other people. The prevalence of aggressive behavior was highest
among persons with severe mental retardation (40.6%), with fairly consistent rates (between 24.7%
and 30.6%) reported for other groups.

Hurting self. An estimated 24.4% of persons with mental retardation and related conditions
living In mental ratardation facilities were reported to on occasion hurt themselves physically.
Reported prevalence was highest among persons with severe and profound mental retarclation
(29.4% and 29.8%, respectively) and lowest among persons with mild/borderline mental retardation
and people who had related conditions but were not mentally retarded (13.0% and 11.0%,
respectively).

Tabie 36; Selected Characteristics and Service Use of Persons
in Menta! Retardation Facilities by Level of Menta! Retardation

Level of Mental t

Borderline/ Related All

A Mild Moderste Severe Brofound Condttion Residents
Activities of Daily Living
% Bathes independently ™5 58.5 336 65 47.7 385
% Dresses independently 850 68.3 45 9.2 58.3 450
% Uses toliet independently 84.0 84.9 768 22 78.1 665
Speclel |
% Uses wheelchalr 4.5 5.5 113 1 162 18.0
% Uses urinary catheter 1.0 0.4 0.8 1.3 0.0 09
% Uses symbol system

[communication board 05 0.5 1.5 1.6 3.6 11
Speolel Conditions
% Ep. )pey 185 215 26.7 °2 7.0 299
% Corebral paley 56 6.4 93 19.5 25.6 1.9
% Autism 15 34 8.7 36 10.6 36
% Blind 08 1.4 2.5 9.5 00 44
% Doal 14 12 1.8 20 32 1.7
% Clrculatory system

conditione 13.2 138 118 R 202 108
% Fragquenmt constipation 10.1 1.7 155 R 16.1 213
Probiem Behavior
% Murte others physlcally 47 30.6 E 'R ] 279 229 30.3
% Hurts sall physioally 13.0 2.1 2.4 28 110 244
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Part 3:
ALTERNATIVE POPULATION ESTIMATION
Overview

Part | of this report noted a number of significant limitations in the sample frame for the
Institutional Population Component of NMES. It was noted that there is strong evidence that this causcd
substantial underrepresentation of smalier community-based residential facilities and their residents in
the National Medical Expenditure Survey. The general direction of underrepresentation of small facility
residents is clear: *facilities® with 1 or 2 residents were completely eliminated from the study when it
became apparent that the sample frame contained only a small proportion of all such facilties
nationwide, and there was also considerable underrepresentation of other small facilities.

Corroboration regarding underestimation of small facilities and their residents comes from state
reports on the number of facilities that they have under licensure or contract or that they directly
operate, and the number of people with mental retardation and related conditions !iving in them (Lakin,
et al, 1989). In addition, the estimation from NMES that the number of small community facilities and
residents in 1987 was essern‘ially unchanged from the 1982 NCRF (Lakin, Hill, & Bruininks, 1985), while
state institution populations decreased by 25,000 people (most of whom were released into community-
based group settings) seems implausible and also suggests underrepresentation of small facilities in
the NMES population estimates. As noted earlier, estimates of persons in large facilities were
reasonably comparable to expected values.

Given the problems with the estimates in the Institutional Population Component, consideration
of ways 10 adjust this data source to permit more accurate population estimates seems warranted. In
the following pages the simplest available method of compensating for the underrepresentation of small
facliities is explored. {{owever, It is important to note at the outset that data to assess the precision of
any altemative estimates are not available.

An Alternative Estimation Procedure

The simplest alternative procedure for using the Institutional Population Component statistics to
obtain more realistic estimates of the populations of residential facilities for people with mental
retardation, particularly the smaller ones, is to in effect reweight its sample to refiect known populations
of different types of facilities. This can be done by using the proportional estimates from the 1987
NMES sampile, those reported in Part 2, and applying them t0o more accurate total population statistics
on people in mental retardation facilities by size and type as are known and reported by the individual
states. Such statistics, based on June 30, 1987 reports of all state mental retardation/developmental
disabilities agencies, are available (Lakin et a\, 1989). These statistics generally coincide with the dates
of the NMES interviews. These statistics indicate that small (15 or fewer resident) mental retardation
facilities did not house 65,000 people in 1987, they housed on the order of 118,500 people. Use cf the
data obtained in NMES to respond to the practical questions asked about mental retardation facilities
and their residents in most instances need to reflect that reality.

Table 37 presents selected characteristics of the NMES sample which have been adjusted to
the nationally aggregated reports of individual states regarding the populations of people with mental
retardation and related conditions in mental retardation facilities in June 30, 1987. In Table 37, the
statistics presented outside of parentheses are the proportions of all residents within faciiity categories
reported to exhibit the selected behaviors/conditions as obtained from the analyses reported in Part 2.
In parentheses are population estimates obtained when these proportions were applied to national
population statistics reported by the states.

61

(0
(‘f\.('p'



These alternative population estimates are briefly discussed in the foliowing pagas. These
comments focus primarily on the differences of significance between the estimated populations of small
mental ratardation facilities, which the Institutional Population Component estimated to be 64,936 people
with mental retardation and related conditions in 1987, but which states reported to be 118,570 people
on June 30 of that same year. Following this presentation is a discussion of the extent to which
evidence exists to support such alternative estimates.

Level of Mental Retardation

According to the NMES population estimates, in 1987 there were an estimated 8,834 people with
profound mental retardation in small mental retardation facilities. This represented 13.6% of the
population estimated to be in small facilities (64,939). If the 13.6% of all residents were applied to the
state reported population of facilities with 15 or fewer residents, an estimated small facility population
of 16,126 persons with prc“ound mental retardation would be obtained. Similarly, the NMES estimated
15,258 persons with severe mental retardation in the smaller community based faciiities. Application
of NMES proportional estimates to the known population of the smaller facilities would yield an estimate
of 27,864 people with severe mental retardation in community facilities.

Adjusting the NMES statistics may have importance beyond that of improved accuracy of
estimate. Considerable debate continues at the federal and state levels with respect to the continuing
need for institutional care. Many questions raised in this debate revolve around whether appropriate
services can be provided for people with the most severe handicaps with small community settings.
Clearly the extent to which community-based living is already being provided to persons with severe
impairments is important evidence of the viability of community living settings for all, or virtually all,
persons with mental retardation and related conditions. Regarding this issue an estimats that 16,126
persons with profound mental retardation (or 20% of persons with profound mental retardation in mental
resawdation facilities) are cunvently living in community facilities suggests significantly different placement
practices and community residential services viability than an estimate of 8,834 (or 12% of persons with
profound mental retardation in mental retardation facilities).

Disturbirg Behavior

Estimated proportions of residents with mental retardation and related conditions exhibiting on
occasion various types of disturbing behavior indicates the general prevalence of such behavior to be
relatively similar in large and small facilities (again, with the important caveat that the Institutional
Population Component did not include data on frequency, duration or intensity of these types of
behavior). Simple reweighting of the NMES proportions to the known populations of small and large
facilities increases population estimates of persons with behavior problems in small facilities by 82.6%.
Again, the adjustments have the effect of suggesting that community-based settings are currently
providing residential services to many more thousands of people with problem behavior than would be
suggested by the original NMES estimates.

Functional Skills
Proportions of persons with mental retardation and related conditions in small and large mental
retardation facilities show smali facility residents to much more often relatively mdependent in

functioning. Howaever, if proportional statistics are adjusted to known populations, it is notable that there
are as many people estimated to be able to dress without assistance in large facilities as in the smalier
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Tabie 37: Characteristics of Poople in Diferent Facliy Types!

Small Large
15- Res Large Public All Large
(118,570) {85,052) {137,113)
Level of Mental Reterdation
Profound 13.8% 58.5% 46.3%
(16,12 (56,556) {63,489)
Sevore 23.5% 20.2% 18.2%
(27,864) (18,200) (26,330}
Disturbing Behavior ‘
Tries 4o hurt cthes " 25.2% 33.6% 29.9%
{29,880) (31,930 (41,003)
Trive to bt oot 19.4% 23.8% 208.4%
Stanls Hom sttwes 15.0% 17.2% 18.0
(17,788) {16349 (21,941)
Expoess 9sifhas problam asxual behavior 12.1% 14.5% 12.4%
{14,347 (13,789 (17,004)
Gste losUwasdars 12.7% 1€.8% 15.1%
{15,058) (15,808) {20,707)
Linable to avold dangerous things/places 18.9% 31.8% 25.6%
(22,410) (30,227) (35,106)
Crine fo long pariads for no epparent reason 12.9% 12.4% 12.3%
{15,296) {11,780) {15,876)
Quls upeativelis 49.8% 54.5% 51.6%
{58,811) (51,803) (70,761)
Funetional Sklfie
Drosues with mo difficulty/witheut help 62.8% 20.5% 38.4%
[74,225) (25.948) (82,859)
Lca toltat with no difficutysetthosn heip 86.0% 51.7% 680.4%
{101,970) (49,142 (32,828)
Walke atrons room vath no diffivuity/without help 21.2% 68.07% 71.4%
(108,138) (62,734) (87.813)
Speciel Equipmess
Whaalchuls 5.0% 2.8% 23.1%
(5,9259) (29,325) (31.67%)
Uninary Catheter 0.5% 1.1% 1.2%
(593) (1,046) (1,646)
Communlessien bosrd/eymbole system 0.4% 1.2% 1.3%
474) (1,14%) (1,783)
Medical Cenditions
Corurcees? m - -
Clreulatory sonlitions 12.2% 2.9% 10.3%
(14,488 9,410) (14,12%)
Dishates 2.0% 1.0% 2.0%
Q,371) (1,521) (2,743)
Frequent constipation 11.5% 31.5% 20.6%
{13,638) (29.734) (34,009)
Deathe 0.9% 1.4% 1.6%
(1,067) (1,33%) (2,194)
Notes.

1. Deta presented are from the 1887 National Medicel Expenditure Survay (NMES) of the National Canter on Heaith Services
Ressarch, U.S. Public Health Service. Numbers presented ste proporticns of all residenta in sach typs of tacilily with the
characterietic noted. Numbare \n parertheses ate sutimated total number of persons with the characteristics nationwide, based
on NMES proportions of resicants by facility categiory and state reporin of totel residents in each ostegory.

2. None of the 3,618 sample membors had this condition,

SESTEBPY AWA

63

i
¢

LALE

{
g,

4




community-based facilities. There are nearly as many people able to use the toilet independently in
large facilities as in smaller community-based facilities (81% of the small facility estimate) and there are
nearly as many people able to walk across the room independently in the large facilities as in the small
facilities (91% of the small facility estimate). Without adjustmenits to known populaticns, estimates from
NMES would suggest a much greater proportion of people with significant functior.al limitations living
in large facilities than is actually the case. For example with respect to independent toilet use, NMES
population estimates indicate thav 86.9% of all residents of mental retardation facilities cannot
independently use the toilet live in large facilities. Use of alternative population statistics produces an
estimate of 76.4% of all residents not independent in toilet use are living in large facilities. As a result,
not being able to independently toilet oneself appears less accepted (and perhaps less acceptable) as
a criterion for limiting community living opportunities.

Uee of Spaclal Equipment

Wheelchair use is considerably imore prevalent in large facilities than in small facilities. Adjusting
the NMES estimates to reflect the considerably greater number of persons of smaller community facilities
and the somewhat smaller number of persons in larger facilities than astimated in NMES would nearly
double the estimated wheeichair users in smaller facilities from an estimated 3,237 persons {0 an
estimated 5,929 persons. Reported use of urinary catheters and communication boards/symbol systiems
as primary means ¢f communication was so limited in the NMES sample that it was affected by
reweighting.

Medical Conditions

Applying proportional estimates from NMES to the known populations ¢ facilities as reported
by the states has various effects on estimates of medical conditions. For circutatory conditions.
reweighting would provide ar estimate that slightly more people with mental retardation and relatec
conditions and circulatory system conditions are living in smaller, community base residential facilities
than in larger facilities, while in the original NMES estimates only 33.3% of residents with circulatory
conditions are indicated to live in the smailer facilities. With proporticnal adjustments the estimated
numbers of people with diabetes in small mental retardation facilities increased by 2,250 {or 82%), or
an estimated 46.4% of all mental retardation facility residents with diabetes living in community-based
settings (an increase from 20.9% in the original NMES estimates). Reweighting of the NMES sample
also makes considerabile ditfererice in estimated proportion of residents; with frequent constipation living
in community settings. In the original NMES estimates, 16.4% of all residents in mental retardation
facilities who sufferad frequent constipation were in small facilities; with reweighting that proportion weould
be 28.6%.

The proportion of deaths among smaller, community-based facility residents was estimated to
be .9%. This was similar to the .8% death rates obtained ior small facility residents in the 1977 and
1982 NCRF surveys (Lakin, Hill, & Bruirinks, 1985). But the total number of deaths among residents
in the smaller residential facilities is probably better estimated by reweighting the NMES sample to
known number of residents. The adjusted estimate would be 1,067 deaths in smaller, community
facilities as compared with the original NMES estimate of 615 deaths in these facilities.

Justification of the Alternative Procedure
Thera are at least three conditions that would have to prevaii t0 make this or any similar
alternative estimation procedure adequate and preferable to using original NMES statistics for estimating

persons with mantal retardation and related conditions in different sizes and types of residentia! facilities.
These inciude the following:
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. States must more accurately report the total number of psople making up the populations cf
facilities meeting the definitions employs.! in NMES than did the ILTCP, which served as the
sample frame for NMES and is the basis for its population estimates. Based on the discussion
in Part | of this report, this does appear to be the case.

. The sample size of NMES must be sufficient to yieid accurate estimates of facility and population
characteristics for settings with 15 or fewer residents. The NMES sample of 326 facilities and
over 1,000 residents in facilties with 3-15 "beds® appears more than sufficient to obtain
reasonably accurate estirnates cf tha proportional distributions reported for these facilities.
Akhough, for certain data elements, the relatively low occurrence within the sample produced
estimates of low reliability, in general relatively adequate sample size was maintained among the
smaller facilities.

° Sample members represeriing the approximately 65,000 community facility residents in the
facilities conteined in the sample frame must also be reasonably representative of those w10 were
axcluded from ths sample frame and, thereby, the sample (both 1 and 2 resident places and the
facility *types® underrepresented). It is extremely difficult to test whether this condition can be
met satisfactorly. In general the residents of small facilities sampled in the 1987 NMES tend
to be somewhat more impaired than residents of facilities participating in the 1982 NCRF. As
such the NMES estimates of small community facility population characteristics tend to reflect
what is known to have taken place within residential services nationwide since the 1982 NCRF.
Since 1982 smaller facilities are known to have come to serve considerably more severely
impaired people, as thousands of parsons with savere and profound levels of mental retardation
were released from public and private institutions to community facilities or have entered
community facilities directly from their own homes. Table 38 compares estimated populations
and proportions by level of mental retardation in the 1982 NCRF and the 1987 NMES, original
and adjusted estimates.

Table 38: Comparieon of 1982 NCRF and 1987 NMES Findings
Regurding Smell Facility Populations with Mental Retardetion

Small Facility
Populations %_Mild/Borderiine % Moderate % Severe % Profound
1982 NCRF (propottion) (29.3%) (37.4%) (23.5%) (9.7%)
63,703 18,665 23,825 14,970 6,179
1987 NMES (proportion) (30.9%) (31.7%) (23.7%) (13.7%)
Original estimate 64,338 19,880 - 20,595 21,810 8,750
Adjusted eetimate 118,570 36,638 37.587 28,101 16,244

*Excludes 596 estimated poople with ralated conditions but not mental retardation.

The estimated proportional changes in small facility residents by level of mental retardation
suggested are generally supported by census statistics gathered on the populations of state institutions.
Between June 30, 1982 and 1987 state mental retardation institution populations decreased from
121,479 t0 94,696 (White et al, 1988). During that period states reported a total of 43,189 discharges
from state institutions. Based on the only available statistics on the placement of state institution
discharges for FY 1982, FY 1985 and FY 1987 (the only years in which data were gathered), 50.67%
of discharges went to community-based living arrangements other than a natural or adoptive home.
in other words, an estimated 21,880 people were discharged to state institutions to community living
arrangements between June 30, 1982 and June 30, 1987. if data on the level of mental retardation of
FY 1987 releases (the only year available) are applied to these data, the estimated number and



proportions of persons with different level of mental retardation entering communtty facilities would be
as shown in Table 39. ‘

Jble 39; Estimated Additions to Community Facliities from State Institutions
during the period from 1982 to 1967 by Level of Mental Retardation

Estimated Level of Mental Retardation

Change Qain/Loss Mild/Borderline Moderate Severe Profound

Moves from State +21,880 +3,960 4,770 5973 1477

institution to (18.1%) (21.8%) (27.3%) (32.8%)

Community

Moves from 3,420 -752 759 814 1,095

Community to (22.0%) (2.2%) (23.8%) (32,0%)

State Institution ——

Net Change +18,460 3,208 4,011 5,150 8,082
(17.3%) (21.7%) (27.9%) (32.9%)

Of course, not all releases to community facilities have resulted in successful tenure. In the only
two years during the 1982-1987 period in which data were obtained on readmissions, FY 1985 and FY
1987, 33.9% and 32.5% of readmissions, respectively, were from people kving in community facilities
other than a natural or adoptive home. Adjusting data on total readmissions for FY 1982, 1985 and
1987 with the statistics on readmissions from community settings, and using data on the level of
retardation of readmissions from FY 1987 (the only year available), the estimated number and proportion
of persons with different levels of retardation leaving community facilities to retum to institutions would
be as shown in Table 39.

Of course, a limitation of these data is that they assume that people with more severe mental
retardation released from institutions are as likely to be among the 51% going to community facilities
as are released residents with less severe levels of mental retardation. Put another way, one might
question whether it is possible that people with severe or profound mental retardation would be more
likely to be among the 49% of institution discharges who did not go to community residential facilities.
Unfortunately, the most recent data on this topic (1978) are too dated for contemporary analysis.
However, among the estimated 14% of all institution discharges retumning to a natural or adoptive home
in 1978, no statistically significant differences were noted by degree of mental retardation. While
available statistics do not prove absolutely that the populations of community mental retardation facilities
have necassary changed in the absolute size and disiribution as suggested by related movement
statistics, it seems reasonable t0 estimate that the depopulation of state institutions alone has added
over 18,000 people i0 community residential settings between 1982 and 1987, an estimated 6,000 of
whom are profoundly retarded.

As important a~ these additions are to the number and characteristics of residents of community
mental retardation facilities, persons coming from large public institutions comprise a significant minority
of persons entering smaller residential facilities. in the 1982 NCRF statistics were gathered on previous
place of residence of persons newly admitted between July 1, 1981 and June 30, 1982 to 88% of all
facilities operating on June 30, 1982. These statistics showed an estimated 13,030 new admissions to
smaller community facilities in FY 1982, 27% came from large public facilities. Another 8% came from
large private mental retardation facilities and 6% from other types of institutions (nursing homes, mental
health facilities, hospitals, etc.). About 28% of new residents came directly from home or independent
living situations and 31% came from other community facilities or moved to a new home with their
existing residential household (Lakin, Hill, & Bruininks, 1985). Unfortunately no data exist on the
characteristics of these new admissions. In addition statistics reported by states on the number of
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people in large nonstate residential facilities indicated a decrease of above 10,600 residents between
June 30, 1882 and June 30, 1987 (Lakin et a!., 1989). Presumably most of this number was made up
of parsons moving to community facilities.

Clearly the group most systematically underrepresented in the mental retardation facilities
sample are petsons in family/foster care settings. With an average size of 2.6 residents per *facility*
(Lakin, Hill, & Bruininks, 1985), the majority of such facilities were automatically excluded from NMES
when it was decided to exclude facilities of 1 and 2 residents. A large (unknown) proportion of the
others were left unidentified because of the factors discussed in Part |. Given the exclusion of most
foster care facilities which served an estimated 22,353 people on June 30, 1987, there is particular
interest regarding the extent to which their residents might be represented in data gathered in NMES.
Statistics obtained on the 17,147 residents of foster care facilities in 1982 showed that with respect to
ievel of mental retardati: 1 foster care residents were quite similar to residents of other small facilities
as shown in Table 40. While minor differences are apparent in the level of retardation of specialized
foster care and other small facility residents in 1982, these differences were not large. However, age
differences were substantial. While 37.4% of foster care residents were 21 years or younger, only 18.0%
of other small facility residents were 21 years and younger. Therefore, with respect to NMES statistics,
it seems clear that the exclusion of foster care homes £ 1 and 2 residents and underrepresentation of
the remainder has caused significant underrepresentation of children and youth in the sample and
resulting population estimates. This underestimation appears to be about 3% of all residents, about
6,000-8,000 persons 21 years or younger, or an estimaied 12%-16% of the expected number of persons
of that age.

Table 40: Comparison of 1962 Foster Care Residents with Small Facllity
Resident Characteristics as Obtained in the 1962 NCRF and 1987 NMES

% Mild/Borderline % Moderste % Severe % Profound
1962 Foeter Care (NCRF) 25.9% ar.m% 26.0% 10.4%
1862 All Other Small (NCRF) 30.4% 37.3% 7% 9.6%
1967 Small (NMES Est) 30.9% 31.7% 23.1% 13.7%

in summary, there is no way to clea:ty demonstrate ~w best to use the NMES statistics to
estimate populations of persons with mental retardation an. .elated conditions in mental retardation
facilities, especially the smaller facilities. While there is overwhelming evi<lence that NMES has
substantially underrepresented the populations of persons in small facilties, i« remains the richest and
most comprehensive data base on residential services for persons with mental retardatior availabie.
There is much evidence that the general characteristics of small community facility populations are
shifing proportionally in tho directions suggested by NMES. Unfortunately data do not exist to clearly
guide adjusting NMES estimates to known total small facility populations so as to improve the ability to
estimate the churacteristics of the population. Nevertheless, some *reweighting® is inevitable in the many
instances \/here population estimates needed and where NMES represents the single best data source
of estimating the characteristics of residents, costs of residential services, and other data needed ahout
mental retardation facilities. Simple efforts to do so will probably improve the ability of the NMES
statistics t2 describe the population characteristics and residential services of persons living in small,
community based residential settings. However, data to establish or justify specific procedures for doing
so are not readily available.
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Part 4:
SUMMARY AND CONCLUSIONS

This report has described the basic design, study limitations and initial findings from the 691
mental retardation facilities and 3,618 of their residents sampled in the Institutional Population
Component of the National Medical Expenditure Survey. General aspects of the design and limitations
of this study were described primarily in Part 1. Parts 2 and 3 presented the basic statistics gathered
in the study. The few concluding comments made here summarize some of the more important
observations and implications regarding the design and key findings of the study.

Study Design

The sample size and broad coverage of mental retardation facilities and residents in the
Institutional Population Component of NMES will yield much information of value regarding the
residential living arrangements of persons with mental retardation and related conditions. At the same
time the study's sample frame limitations, and thereby its sample limitations, demonstrate the importance
of assuring that any sample survey of persons in residential settings begins with the most
comprehensive "universe* of facilities feasible. It is axiomatic, but certainly not trite, to observe that a
sample can be no better than the sample frame. There is no way in the latter stages of a sample
survey to compensate for inadequate efforts to understand and identify the universe of facilities being
studied. Based on work with tha NMES sample frame (the Inventory of Long-Term Care Places) as well
as with the sample data themselves, the following general observations seem important lessons to
derive from this study to guide other future studies of a similar nature.

1. Sample frame construction must begin at tha state level and permit tailoring to the idiosyncracies
of each state.

States differ in the components and organization of their service systems. A specific survey of
each state to understand the different out-of-home services offered to persons with mental retardation
and related conditions and to identify the individuals/agencies that can describe the necessary methods
and key contacts for identifying and surveying all the settings within the services system is an essential
first step to sample frame development. In states with decentralized service systems, often the only
alternative to working with multiple state agencies and/or regional or county agencies is to accept an
incomplete identification of facilities.

2. Inclusion of some types of community-based residences in certain states will sometimes require
the direct involvement of state agencies in the research.

States are often reluctant to and/or directly prohibited from providing listings of their smallest
residential settings, particularly those of a foster care model. To include such residertial options in a
national survey may require specific recruitment of the agencies controling access to such facilities.
For rxample in the 1982 University of Minnesota census survey of residential facilities for persons with
mental retardation, New York State's Office of Mental Retardation/Developmental Disabilities directly
distributed over 1,000 surveys to family care homes; Delaware distributed, collected and forwarded
questionnaires from its 71 special foster care sattings. The ILTCP did not utilize such a strategy, which
probably contributed to the undercounting of small facilities. For example in New York the ILTCP
included a total of 1,484 mental retardation facilities, which was 911 (or 38%) fewer than surveyed in
the 1982 University of Minnesota study. In Delaware the 1986 ILTCP counted 22 facilities, which was
barely a quarter of the 80 surveyed in 1982.
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3. The inclusion of residential options must be as comprehensive as feasible.

In recent years there has been increasing attention to the thousands of facilities generically
referred to as "board and care homes.' Board and care is & generic term which generally is taken to
mean out-of-home, community-based living arrangements which are not Medicaid certified and/or do
not provide medical services, but which do provide care, protective oversight and often training to
people living in them, These operate under a range of different labels in different states, (e.g., adult
foster care, domiciliary care, group homes, semi-independent living arrangeiments). Such places are
becoming more common as services become more community oriented, and as states try to respond
to increasing demands for community services with limited funds. The movement away from the
majority of residents being in one or two models of care, state institutions and/or ICFs-MR, has led to
much greater complexity and variety in resicdsntial services. Study designs must attend to the
importance of procedures that assure systematic and comprehensive inclusion of all forms of residential
settings.

4, Data on residents’ service utilization and need, experiences and functional and behavioral
characteristics are at least as important as population estimates.

One of the strengths of NMES was its gathering of data on a large sample of persons in a wide
range of residential settings (i.e., mental retardation, nursing and related care homes). However, it is
important to assure not only that data collection include sufficient samples of individuals and settings,
but also that the data collected respond directly to the contemporary issues in providing services.
Despite NMES' being the largest ever study of individuals with mental retardation and related conditions
in all types of residential settings, it did not directly respond to data needs in areas such as functional
and dysfunctional behavior ui residents, specific services provided and needed, daily living experiences
and relationships, community participation and resource use, and other topics whic, are importam to
understanding the current status and changing pattemns of residential and related services.

5. Careful attention must be given to the quality of instrumentation, especially in creating
unambiguous, objective and quantifiable questions regarding important characteristics and
experiences of persons with mental retardation and related conditions.

in a number of areas the NMES attended to important topics, but did so in general and
sometimes ambiguous ways that were often much less useful than they might have been. In many
instances the specificity in the instrumentation was consistent with other federal health related surveys,
but was considerably less than is typically used and generally expected in studies of persons with
mental retardation and related conditions. For example, in the important area of challenging behavior,
which s very frequently a critical characteristic, NMES asked, *Does (subject) sometimes disturb you
or anyone else by [a list of potentially disturbing behaviors]?* These questions were presented with no
severity or frequency indicators, making the intensity of the problem bshavior impossible to assess.
Examples of question terminology used in NMES that might have been ambiguous to respondents when
applied to subjects with mental retardation are whether respondents "socialize® with friends or attend
*meetings. Whether the interactions of persons with severe cognitive impairments would be interpreted
as *socializing' or whether the group situations in which they find themselves would be seen as
*meetings’ is left to the interpretation of the respondent. In many areas throughout the study, specific
behaviorally defined items would have greatly improved the clarity of questions asked and data
obtained.

6. The operational definition of *residential facility® used in NMES and in previous national studies
needs (o be expanded.

In the NMES, as in previous census studies which served to identify facilities for it, a *facility
for the mentally retarded* was defined as:
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(1) A place or unit certiiied as an Intermediate Care Facility for the Mentally Retarded (ICF-
MR) by Medicaid.

@ A place or unit that is formally state-licensed, or contracted living quarters (a) with three
or more beds for clients who reside there, (b) providing to mentally retarded persons
either personal cara (ADL or {ADL) or protective oversight, i.e., 24 hour-a-day, seven-
day-a-week supervision, (c) not a licensed hospital unless @ hospital for the mentally
retarded, and (d) not a family providing services exclusively to relatives. In the case of
an MR unit within a hospital, only the MR unit of the hospital is eligible.

Increasingly the service providers for persons with developmental disabilities are attempting to provide
the residential supports needed by individuals rather than exclusively focusing on the development of
supervised congregate care settings. As this important shift is taking place increasing numbers of
people with developmental disabilities can be expected to be living in places that provide less than full-
time protective oversight within the living unit. Such an orientation is supported by professional
attitudes and program philosophies, as well as by federal policies such as Medicaid Home and
Community Based Services.

7. NMES shows the benefits of simultaneous gathering of identical data sets on persons in mental
retardation facilities, as well as other nursing and related care facilities.

A true strength of the NMES Institutional Population Component is that it included persons in
mental retardation facilities and in nursing and related care homes and gathered comparable data on
persons with mental retardation and related conditions in both classes of facility. The importance of this
was further supported by the very small number of people (1%) identified as having related conditions,
but not mental retardation who were living in mental retardation facilities. Quite apparently a national
survey of persons with developmental disabilities in residential settings must include attention to facilities
outside the traditional mental retardation programs.

Findings

The limitations noted above notwithstanding, the NMES Institutional Population Component,
including these initial data, as well as the service utilization, costs, resident movement and other data
yet to be released, is an important data base for understanding the characteristics, needs and services
of persons with mental retardation and related conditions in long-term care settings. In the following
paragraphs a few of the more notable findings from these initial NMES data analyses are highlighted.

1. Access to community living opportunities is growing for persons with all types and dogrees of
mental retardation and related conditions.

One of the most striking findings from this study was the rapid increase in the number of
persons with severe and profound mental retardation now living in community settings. To exemplify,
from 1982 to 1987 the nurnber of persons with profound mental retardation living in community settings
increased by about 10,000 to an estimated 16,000. Of cuurse, such movement was largely inevitable
if deinstitutionalization were to continue, because by 1982, after years of selecting the least impaired
public institution residents for release to community settings, institutional populations had become
primarily composed of people with profound mental retardation and/or other severe impairments.
Discharge of these individuals, once considered a *residual population,” was the only way to continue
the deinstitutionalization movement. Still documentation of this shift was an important finding of NMES.
Despite these shifts large public institutions remained the typical residential experience for persons
with profound mental retardation living outside their family home. Persons with profound mental
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retardation in public residential facilities outnumbered persons with profound mental retardation in
community facilities by more than 3 to 1. Still many thousands of individuals with profound mental
retardation and/or other severe impairments living in the community settings are demonstrating on a
daily basis the viability of community living for virtually all persons with mental retardation and related
conditions, whatever the nature of those conditions and however severe they may be. Despite the rapid
increase in community living opportunities for people with severe mental impairments about 91,000
people still live in large public institutions, almost all of whom have severe and/or multiple impairments.
~ Continued deinstitutionalization will obviously require augmented services and technical and financial
supports to assure that the needs of these individuals are responded to appropriately.

2 The population of mental refardation facilities was overwhelmingly adult and is getting
progressively older.

in 1977 about 37.4% of persons in mental retardation facilities were 21 years or younger. By
1982 that proportion had decreased to 24.8%. Adjusted estimates from this study indicate that about
19% of persons in mental retardation facilities were 21 years or younger. At the other end ot the life
span there was an increasing number of older persons, increasing from 4,1% to 5.0% of residents being
63 or older from 1977 to 1982, to 5.5% being 65 or older in 1987. Similarly the middle-age bracket
continued to grow, from 19.9% of all residents being 40-62 years in 1977, 23.3% being 40-62 years in
1982 and 27.5% being 40-64 years in 1987, These findings indicate first that efforts to ensure a place
for children and youth with handicaps in our coramunities through a right to a free, appropriate public
education and to some extent through various family support programs have had demonstrably positive
effects on out-of-home placements of children and youth, At the same time the aging of the population
in residential settings poses new challenges in assuring a system that provides age appropriate
experiences for the people in that system. Nowhere is the challenge greater than for the growing
number of people at or nearing senior citizen status. The proportion of menta! retardation family
residents 65 years and older which has been growing steadily ir recent years is likely to continue
growing. In addition to increased longevity, major factors likely to contribute to sustaining this growth
include the 8% of the residential population in 1987 between 55 and 64 years old, and federal policy
the’ discourages placements of persons with mental retardation and related conditions into nursing
homes, which in 1985 housed almost as many elderly people with mental retardation and related
conditions (about 13,000) as did mental retardation facilities. '

3. Epilepsy, cerebral palsy and circulatory disorders were the most common secondary conditions
of persons in mental retardation facilities.

Epilepsy was reported for 30% of the mertal retardation facility residents. it was highly related
to the reported level of reiardation (15% of persons with mild mental retardation, 45% for persons with
profound mental retardation), and, therefore, to facility type. For example, 40% of large public facility
residents and 20% of small facility residents had epilepsy, cerebral palsy was reported for 12% of
residents of mental retardation facilities, and was also associated with level of mental retardation (€%
of persons with mild or moderate mental retardation, 20% of persons with profound mental retardation).
Circulatory conditions were reported for 11% of mental retardation facility rasidents. These were most
highly associated with age, being 4 times as prevalent among people 55 years or older than among
younger residents. Controlling for age circulatory conditions were not associated with level of mental
retardation. Clearly factors associated high probabilities of placement in institutional settings (e.g., the
severest cognitive impairmerits and the oldest ages) are also associated with secondary conditions that
must often be attended to in special ways. increasing community living opportunities for persons
currently institutionalized will alsc require attention to the secondary physical and health conditions they
frequently experience.
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4, Institution residents were most likely to have functional limitations, but similarities across facility
populations were as notable as the differences.

A majority of residents of both small and large facilities, including large public facilities were
reported to be able to use the toilet, get in and out of bed, feed thiemselves and walk across the room
without difficulty or assistance. Independent toilet use was reported for 86% of small facility residents
and 60% of all large facility residents, including 5§2% of large public facility residents. The ability to feed
onesetlf without the assistance of another persons was reported for 91% of small facility residents and
72% of large facility residents, including 65% of large public facllity residents. The ability to walk across
a room without the assistance of another person (using equipment if necessary) was reported 92% of
small facility residents and 73% of large facility residents, including 67% of large public facility residents.
While the proportion of small facility residents reported to require personal supervision or assistance
with bathing or dressing (43% and 37%, respectively) was considarably smaller than the proportion of
large facility residents reported to require assistance (68% and 62%, respectively), the statistics may be
most notable for the reported overap of 75% in small and large facility populations in. these gross
measures of functional abilities. In other words, while for academic purposes institution and community
facility populations may be judged statistically different in functional, self-care areas, for policy purposes
the similarities between these populations are probably at least as significant as the differences.

5. Lerge facility residents were considerably less likely than small facility residents to be involved
‘at all* in instrumental activities of daily living.

Most instrumental activities of daily living are difficult for most persons with mental retardation
and related conditions to perform. In four key instrumental activities (telephone use, money
management, purchasing personal items and community travel by personal or public transportation)
NMES contirmed this difficulty by showing less than 30% of sample to be able to perform even one of
the four activities independently. While small facilities tended to have more residents who were judged
independent in the instrumental activities surveyed, a more notable difference was in the proportion of
residents who were not engaged at all in these activities, even with help. For example, in shopping for
personal items, 24% of small facility residents were not involved at all either independently or with help
as compared with 55% of large facility residents, including 69% of large public facility residents. in
getting around the community with personal or public transportation, 18% of small facllity residents were
not involved at all as compared with 46% of large facility residents, including 56% of large public facility
residents. Small community facility residents were more often able to perform insirumental activities of
daily living independently than were large facility residents. But when they were not, small community
facilities were more likely than large facilities to involve residents in the activity by providing assistance
and support.

6. Prosthetic equipment us~d varied considerably by type of facility.

There was wide variabllity in the use of various types of prosthetic equipment in facilities of
different types. For example, coi ‘ective lenses were wom by 45% of small faciiity residents but only
25% of large facility residents, including 15% of large public facility residents. Hearing aids were worn
by 6.5% of small facilty residents and 2.5% of large facility residents. In contrast, wheelchairs were
used by 23% of large facility residents and only 5% of small facility. Special dishes, cups and/or
utensils were used by 18% of large facility residents and 6% of small facility residents. Urinary catheters
and colostomy bags were used by only an estimated 1% of residents with no statistically significant
difference by facility size or type. While it cannot be determined from the data provided whether the
use of prosthetic equipment is appropriate, the magnitude of variation among different types of facilities
is notable and could be in part associated with organizational factors as well as personal need.
Assessment of the appropriateness of the use of various prosthetic devices particularly those affecting
sensory aculty, mobility, and other important aspects of independent functioning, could make an
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important contribution to understanuing the practical significance, if any, of the differences noted among
facilities in the National Medical Expenditure Survey.,

7. Most people in mental facilities did not have jobs for which they were paid, although there were
major differences by the place in which people lived.

Only 39% of resic 3nts of mental retardation facilities were reported to have jobs for which they
were paid. Thare was considerable variation by facility type, with 60% of small facility residents reported
to have a paid job as compared with 30% of large facility residents, including 25% cf iarge public facitity
residents. Over three-quarters of residents with jobs worked in sheltered workshops. Only 7% of
residents had jobs in which they worked with nonhandicapped people. Supported or competitive
employment away from the residential facility was reported for only 6% of sm: |l facility residents and
4% of large facility residents. Clearly in 1987 people with mental retardation and related conditions in
residential settings were benefiting relatively infrequently from the growing efforts to encourage paid,
productive activities for people with disabilities, particularly integrated supported or competitive work.
Efforts to improve opportunities for integrated, paid work for these populations seem needed, as do
efforts to monitor their effects.

8. There are more direct care full-time equivalent positions in mental retardation facilities than
residents, more than 250,000 in all.

Nationwide, there were an estimated 106 full-time equivalent direct care providers for every 100
residents of mental retardation facilities. Ratios of direct care staff members to residents were highest
in large public facilities (1.51 to 1). Ratios in large facilities (1.18:1) were greater than in small facilities
(0.72:1). Ratios of staff to residents were much lower in private for profit facilities (0.61:1) than in private
nonprofit facilities, but much of this difference may come in foster family care homes where a single
care provider provides care around the clock rather than in a time limited workday. With over 250,000
full-time equivalent direct care staff positions in residential services in the United States and estimated
payroll expenditures of 5 billion dollars for staff filling those positions, clearly residential care is a major
industry whose direct care work force is substantial in size and cost, and absolutely critical to its
productive intent. Yet research shows clearly that major personnel problems abound. Staff turnover
ranges on average from 25% to 33% in institutional settings, to 50% to 75% in community settings,
higher than virtually any industry on which statistics are maintained. Low wages and benelfits,
nontraditional work schedules and job stress all contribute. Recruitment is becoming more difficult as
the available pool of persons traditionally accepting these jobs (young adults, women) shrinks and is
also recruited by a generally increasing service sector. Training becomes increasingly important as
community services continue to decentralize services away from professionally dominated and
supervised services. Clearly personnel initiatives are needed to guarantee basic stability and
effectiveness in this industry as it continues to evoive toward community-based service delivery.

9. Total ICF-MR participation remains highly concentrated in large facilities and increasing
proportions of large facility capacity is ICF-MR certified.

Medicaid participation in funding residential services for persons with mental retardation was
highly concentiated in the large facilities. About 84% of all Medicaid certified capacity (ICF-MR, SNF,
ICF) and 84% of ICF-MR certified capacity alone was in large facilities. Generally the smaller the facility
the lower the likelihood that it would be certified for Medicaid participation. In 1987 facilities of 800 or
more residents had 100% of their capacity certified; those with 300-799 residents were 96.6% certified;
those with 76-299 residents were 66.9% centified; those with 16-75 residents were 31.3% certified; and
facilities with 16 or fewer residents were 19.8% certified. Medicaic! participation is in tum associated with
higher levels of funding, higher ratios of staff to residents and specific standards for program content
and review. Regurding funding, for example, nearly half (45.4%) of ICF-MR residents but only 11.7%
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of non-ICF-MR residents were in facllities with average daily costs of $106 or more in 1987. In the area
of direct care staff to resident ratios, ICF-MR ratios were twice as iarge as those of noncertified facilities
(1.33:1 vs, 0.66:1). Clearly if this society's commitment to including people with disabilities in its
communities is to be fulfilled, larger and mora comprehensive programs are needed to provide federal
participation in community residential services delivery.

10. Occupancy of facilities was generally high end was related to both size &nd ICF-MR certiiication.

Occupancy of mental retardation facilities was estimated to be 90.2% of the maintained capacity
of facilities. Small facilities reported a 84.1% occupancy. Large facilities reported 85" % occupancy.
ICF-MR certified facilities had an occupancy of 92.0%. Noncertified facilities were 87'.5% ©occupied.
Small ICFs-MR reported only an 89.0% occupancy, while small noncertified facilities reportad that they
ware 96.5% occupied. Large ICFs-MR were 92.5% occupied, while large noncertified faciliies werg only
79.8% ‘ccupied. Facilities with the lowest occupancy rates were large private, noncertified facilities
(78.7% occupied), and the very largest facilities, Facilities with 800 or more residents had by far the
lowest rate of occupancy (66.2%). The occupancy of large mental retardation facilities with ICF-MR
certification was not only considerably higher than noncertified facilities, it was much more likely to be
made up of persons with mental retardation and related conditions (96% of residertts of large ICFs-MR
and 75% of residents of other large faciiities). While considerable attention has been given to the
problems in the quality of programs in ICF-MR institutions in recent years, the quality of care in large
noncertified facilities should to be of equal or greater concem. With low occupancy, low staff to
resident ratios (0.7:1 vs. 1.4:1 in large ICFs-MR), low per diem payrnents (19% at $81 a day or more
vs. 70.5% of large ICFs-MR) and low federal involvement in program requirements and program
monitoring, there seems reason to suspect that increased attention to the quality of these facilities is
warranted,
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